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Preface

When we try to pick out anything by itselfi we find it
hitched to everything else in the universe.

JohnMuir

A proximately25 years ago, a noted attorneytitled a perceptive
article on the challenges facing society and contemporaryeducational
institutions,‘Everything Nailed Down is ComingUp Loose” (Fishwick,
1963).Thisexpression,takenfromadifferentcontext,aptlydescribesmuch
of the currentconditionof servicestodayfor citizenswith disabilitiesand
their families.Despiteenormousgains in fundingand more enlightened
attitudesin manycountries,servicesto citizenswith disabilitiesare still
managedthroughanincrediblycomplexmazeoflegalguidelinesandarchaic
managementstrategiesat everylevel of government.Recognitionof this
longstandingproblemhasconsumedtheattentionofnumerousconferences
andthepagesof extensivereportsformuchof thepast20years.Yet,many
of ourstructuresandstrategiesin providinghumanserviceshavechanged
little during this period. In fact, they continue to function with little
coordination,efficiency,or effectivenessat a time when integrationof
purposeand actionare urgentlyrequiredto addressthe serviceneedsof
peoplewithdisabilitiesandtheirfamilymembers.

It is true that life experiencesof most peoplewith disabilitieshave
[ changedinthepastfewdecades.Thesechangesreflectincreasedconcernin
! manycountriesfor expandingopportunity,integration,and equityfor all

citizens. For citizenswith disabilitiesandtheir families,socialadvancesI have been reflectedin a changing,more progressivephilosophytoward
I integrationin education,residentialliving, employment,and community

participation.Such changeshave increasedrecognitionand extensionof
theirlegalrightsandsubstantiallyincreasedpublicsupportforeducation,
residentialliving,incomemaintenance,training,andotheressentialserv-
icesin communitiesas opposedto segregatedinstitutionalservicemodels.

Progressivesocialchangesareoftenattendedby unintendedproblems
andconsequences.Despitepositivegrowthin opportunityandacceptance
of citizenswithdisabilities,dii%cultproblemsarestillevidentin programs
andsupportsavailableto them.Withthe decentralizationof servicesfrom
moresegregatedservicemodels,attemptsto increasethesocialintegration
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iv Case Management

and family support for people with disabilitieshave been thwartedby
increasingfragmentationof responsibilityamongmany varied agencies.
The profoundchangesin serviceprograms,throughdecentralization,re-
ducedsize,andotherchangesclearlyhavenot beenmatchedby improved
accessor in the qualityandeffectivenessof interventions.Progressof the
pastfewdecades,moreover,hasnotbeenwithoutthe intenseconflictover
purposeand strategywhich invariablyaccompaniesany dramaticsocial
changeor changein publicpolicyandpractices.

Thereare stillmanyimportantchallengesaheadin improvingaccess,
appropriateness,efficiency,coordinationandaccountabilityofservices,and
supportsforpeoplewithdisabilities.Muchofthesuccessofpastandcurrent
reformin servicesandprogramsof supportwilldependuponthesuccessof
casemanagementstrategies,particularlyin localcommunities.Thisimpor-
tant book addressesthis essential,but too often ignored, ingredientto
assuringfi.dlopportunity,inclusion,and citizenshipfor personswith dis-
abilities.

Thetermcase management enjoysmanydifferentdefinitionsandinter-
pretations.Aa community-centeredservicesand supportprogramshave
evolved,however,theconcepthasclearlyexpandedto addressawiderange
ofissuesincludingstrategiesnecessarytoensureaccessand equity; planning
involvingpersonswithdisabilities,familymembers,providers,andothers;
coordination of effort and resources;and assurance of appropriateness,
efilciency,and quality in servicesand programsof support.Sound case
managementpracticesshouldproducebetterplanningandcoordinationof
programs,butit shouldalsobe concernedwithincreasingthequalityof life
forpeoplewithdisabilitiesinthecommunitiesinwhichtheylive,learn,and
work.

Inanareawithlimitedliteratureandresearch,Case Management: I-Iis-
torical, Current, and Future Perspectives, exploresthisimportantissuefrom
multipleperspectives.It emphasizesmajorhistorical,functional,andcon-
ceptualissues,the life cycle needsof personswith disabilitiesand their
families,the essentialimportanceof organizingthe natural strengthsof
communities,the creativerolesof parentsandotherfamilymembers,new
and creative case managementmodels, the implicationsof critical life
transitionsin early childhoodand lateradolescence,and importantchal-
lengesin philosophy,law,regulation,andmanagementpracticesinprovid-
ingsupportthroughcasemanagement.Aboveall,thisbookisaboutimprov-
ing the connectionsof peoplewithneededsupportand serviceswiththeir
friendsandwiththeircommunities.

This bookcontainsessentialmaterialandconceptsfor addressingthe
roleofcasemanagementinthemanyandvariedchallengesofprovidingfull
opportunityforcitizenswithdisabilitiesinourhomes,schools,andcommu-
nities. Effective case managementstrategiesincreasinglyserve as the
catalystandguarantorof reformin practices.Theyhelp to assuregreater
effectivenessin servicesandprogramsof supportin localcommunities.

Thisbookaddressesthemanychallengingaspectsofcasemanagement,
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Preface v

arguingfor a perspectiveon communityliving and integrationin which
servicecoordinationisabroadlysharedresponsibilityandprocessinvolving
thecoordinationandparticipationoffamilies,personswithdisabilities,local
andstategovernmentorganizations,andserviceproviders.Writtenwitha
multidisciplinaryperspective,thisbookisanimportantsourceforstudents,
policymakers,researchers,localmanagers,providers,andfamilymembers.
It is essentialreadingforanyonewhocaresaboutthedirectionandsuccess
ofstrategiestoassureabetterqualityoflifeandopportunityforpersonswith
disabilities.

ROBERTH. BRUININKS,PH.D.
Instituteon CommunityIntegration
Universityof Minnesota
Minneapolis,Minnesota
March,1990
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Foreward

T
An 1986,a conferencewas held in Minnesotato addresstopicsin case
managementforpersonswithdevelopmentaldisabliltiies.Thisconference
was co-sponsoredby the MinnesotaUniversityAfHliatedProgram for
PersonswithDevelopmentalDisabilitiesandtheMinnesotaDepartmentof
Human Services.At that time, several conferencespeakersgave their
consentfor the publicationof their presentations(McKnight,Bergman,
McDonald,Pendler).Otherchaptersweresolicitedfromexpertsin thefield
(Lipsky,Wieck,Wray,Granquist).We soughtto combinehistoricaldiscus-
sionof casemanagementwithdiscussionof currentpractices,andof future
trends,aswell,usingtheexpertiseof bothpersonnelandparentsinvolved
in thefieldof casemanagement.Wehopethatreaderswillbe pleasedwith
the breadthof the discussionof casemanagementfoundin thisvolume.

MaryHubbardLinz,Ph.D.
Universityof Minnesota,UAP

I
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CHAPTER I

Research Review of
Effectiveness of Case
Management in the

United States
byAngelaNovakAmado,PatriciaL. McAnall~andMaryHubbardLinz

~ heevolutionofcase managementhasitsrootsinthe developmentof
professionalizedsocialworkandpublicly-fbndedhumanservices.Research
ontheeffectivenessof casemanagementis alsobasedin researchexploring
theeffectivenessofsocialworkpracticesandinevaluationstudiesofexisting
case managementsystems.In this chapter,the historicaldevelopmentof
casemanagementisreviewed,includinghowitdiffersfromtraditionalsocial
work and its evolutionthrough federal laws and guidelines.Empirical
researchon the effectivenessof case managementsystemsand of case
managementpracticesis alsoreviewed.Summariesofpreviousevaluations
of statewidecase managementsystemsin otherstatesand in Minnesota
concludethissection.

Historyof Case Management
As early as the 19th century, charitableorganizationswere providing
services to persons who were poor and needy, an undertakingwhich
predatedanyorganizedgovernmentrolein thedeliveryof humanservices.
Thecurrentdeliveryofhumanservicesis derivedfromthefragmentedand
duplicativeeffortsof theseearly,singularorganizations.Duringthe inter-
veningyears,agencieshavestruggledwiththedevelopmentof comprehen-
siveandunifiedstrategiesfor deliveringservices.

A significantimpactin the developmentof organizedservicesoccurred
withtheSocialSecurityActof 1932.Inadditiontoestablishingamajorrole
forthefederalgovernmentinmeetinghumanneeds,theSocialSecurityAct
alsoattemptedtobringtogetherseveraldifferentcategoricalprograms(e.g.,
publicassistance,socialinsurancematernaland childhealth)in a logical
relationship(Rice,1977).
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2 Case Management

The nextgreatwaveof federallegislationfor socialservices,occurring
in the 1960s,movedtowardcoordinatingservices,focusingon existingand
newly formedresourcesin a systematizedapproachto target problems.
Numerousproblem-centeredlegislativeactions,suchastheMentalHealth
Act, ComprehensiveHealthServicesAct, OffIceof EconomicOpportunity,
and ModelCitieslegislationattemptedto bringtogetherpreviouslysepa-
rated programs in medicine, welfare, mental health, and planning to
functionin harmony(Rice,1977).

However,theswellofFederalinitiativesinthe 1960sledtothedevelop-
mentof a largenumberof separatelyestablishedsocialserviceagenciesin
the 1970swhichwereorganizedaroundtheconceptof asingleserviceorset
of services.The resultwas a servicedeliverysystemspecializedand com-
partmentalizedinto separatebureaucraciesin suchdiverseareasas voca-
tional rehabilitation,mental health, child welfare, and developmental
disabilities.

In 1962,thePresident’sPanelonMentalRetardationexpressedconcern
fortheeffectivenesswithwhichconsumerscouldsecureneededservices,and
proposedthe “continuumof care” as a critical considerationfor service
systemplanners.In responseto strongadvocacyforalternativesto institu-
tionalization,manyoftheseconceptssuggestedin “AProposedProgramfor
NationalAction to Combat Mental Retardation”(President’sPanel on
MentalRetardation,1962)wouldlaterevolveintowhatis now calledcase
management.

The mixedsuccessof the socialservicesprogramsin the 1960sled to
effortsto placemanyservicesinto onecoordinatedadministrativestream.
The relativeexplosionin humanservicesinitiatedin the 1960’s“Kennedy
era” gave rise to numerousprograms,criticismsof those programs,and
strategiesforimprovingservices.Asaresult,criticalattemptsweremadeto
establish programsthat would integrate services, and these programs
becamethe fore-runnersof casemanagement.

Theterm’%ervicesintegration”wascoinedtodescribefederallyinitiated
activitieswhichattemptedt.obuildlinkagesamonghumanserviceprograms
andbringcoordinationtothesocialservicesystem.In 1971,theSecretaryof
Health,EducationandWelfare,ElliotRichardson,declaredservicesinte-
grationas a policyobjectivein a memorandumentitled“ServicesIntegra-
tion:NextSteps.”Theobjectivesof servicesintegrationprogramswere:(a)
thecoordinateddeliveryofservicesforthegreatestbenefitto thepeople,(b)
a holistic approachto the individualfamily unit, (c) the provisionof a
comprehensiverangeof serviceslocally,and (d) the rationalallocationof
resourcesatthelocalleveltoberesponsivetolocalneeds(Richardson,1971).

Thatyear,45 pilotdemonstrationprojectscalledthe ServicesIntegra-
tionTargetsof Opportunity(SITO)wereinitiatedto establishnewstateor
localinteragencylinkages.Underthesegrants,numeroustechniqueswere
developedanddemonstratedincludingclienttrackingsystems,information
and referral systems,interagencyplanning and service delivery agree-
ments,computerizedresourceinventories,andmanagementreorganization
projects(Mittenthal,1975).AlthoughsomeSITOprojectsweresuccessful,
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A New Wayof Thinking for Case Managers 3

some were unsuccessful.This was due to such factors as: a history of
elaboratedesigns that were never implemented,resistance from local
categoricalprograms,andwithdrawalof federalresearchanddevelopment
fundsafterthe three-yearpilotprogram(John,1976).

For persons with developmentaldisabilities,Intagliata (1981) has
postulatedthat the pressingneed for case managementhas emergedin
responsetotwomajorforcesthathaveradicallyalteredthehumanservices
environmentoverthelasttwodecades.Thefirstwastherapidexpansionof
humanserviceprogramsthateruptedthroughoutthe sixtiesandinto the
earlyseventies.As a consequenceof thisexpansion,theoverallavailability
of servicesincreased,althoughcategorically,leadingto the complex,frag-
mented,duplicate,anduncoordinatedsystemcurrentlyavailable(Wray&
Wieck, 1985).Deficienciesof the servicesystemhave proliferatedin the
evaluationliteraturein consistentreferencesto “systemoverlap,”‘system
duplication,”“fragmentedsystem”and“clientsfallingbetweenthe cracks”
(Caragonne,1984).A numberof studiesin the 1970sshowedthatservices
provided to persons with handicaps and their families were complex,
uncoordinated,andconfusingtothosewhoneededthemmostandwhomost
neededeasyaccessto them(Kakaliketal., 1973;OffIceofManagementand
Budget,1978).Randolph,Spurrierand Abramczyk(1981)foundthat the
personwitha developmentaldisability,in particular,runstheriskofbeing
one of the mostpoorlyservedof socialserviceclients.In addition,judicial
attentionbeganto playa majorrolein thedevelopmentof services.In 1977
inthemajorlitigationof HaZdermanU.Pennhurst, thefederaldistrictcourt
found that “lack of accountabilityin case managementwas the central
reasonfor the lackof movementfrominstitutionto thecommunity”(Laski
& Spitalnik,1979,p. 1).

Thesecondforcethatradicallychangedthehumanservicessystemand
contributedtotheimportanceofcasemanagementwasthereinstitutionali-
zation movement.Moving from the “under one roof’ model of services
providedin the institutionto the diffusedcare and supportsystemin the
communitybrought about a different set of significantproblems. The
negativeconsequencesof the failureto provideadequateand appropriate
communitycareto deinstitutionalizedpersonsreceivedwidespreadatten-
tion in the 1970s(Bassuk& Gerson, 1978;GAO Report, 1976;Lamb &
Goertzel,1971;Segal&Aviram,1978;Willer,Scheerenberger&Intagliata,
1978).By the end of the 1970s,the needfor case managementto improve
coordinationofserviceswas,again,thefocusofrenewedattentioninhuman
serviceprograms.Thisfocuswasinresponsetovariousfederalmandatesin
differentlawsregardinghumanservicesandwaspartlya functionofmany
positiveevaluationreportsdetailingthebenefitsderivedfromtheuseofcase
managers(Gans& Horton,1975).Duringthe 1970s,it alsobecameevident
that the mentalhealth reinstitutionalizationprogramshad led to many
personswith mentalhealthproblemsbeing “dumped”in the community
withoutsufficientsupport.The NationalInstituteof MentalHealthpro-
posed a comprehensivenetwork of services, a coordinatedcommunity
supportsystemfor suchpersons,withthekey elementbeingcasemanage-
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4 Case Management

mentas the mechanismfor coordinatingall systemefforts(Rice,1977).In
thesecommunitysupportprograms,the case managerwas designatedas
havingcasecoordinationresponsibilitywithinexistingcommunityresource
networks.

Effortsby professionals,consumers,and advocatesfor personswith
developmentaldisabilitiesalsocontinuedintothe1970s,resultinginfederal
supportmonies and federal and state legislationwhich encouragedthe
developmentofservicestomeettheindividualneedsofeachclient.Congress
passedthe firstDevelopmentalDisabilitiesAct in 1974whichspecifically
identifiedcasemanagementas a priorityservicecomponent.TheDevelop-
mentalDisabilitiesAssistanceandBillof RightsAct (P.L.95-602)included
a requirementthat eachstatereceivingfederalmoniesfor developmental
disabilitieswouldallocateasubstantialportionofitsfederalfundsunderthe
Actto at leastoneof fourpriorityservices.“Casemanagement”wasamong
them and remaineda priorityservice in the DevelopmentalDisabilities
AssistanceandBillof RightsActof 1984.As aresultofthe“priorityservice”
requirement,therehasbeenan increasedneedfor informationaboutcase
managementandguidancein planningforitsimplementationunderdiffer-
entcircumstances.Manyindividualstatesbegantoenactlegislationregard-
ingcasemanagementthatcomplementedthefederalactioninthelate1970s
andearly1980s.In 1981,theMinnesotalegislaturepassedamendmentsto
MinnesotaStatutes(Section256E.08,Subdivision1),whichestablisheda
basicframeworkfor the functionsof casemanagersin the state.

Withtheproliferationandtheincreasedcostof services,thecomplexity
of the servicesystemmultipliedfor all types of personswith disabilities
requiringlong-termcare.Ineachofthefieldsaddressingpersonswithlong-
term care needs, some strategy regardingcoordinationof serviceshas
evolvedand has includedcase management.Potentiallylarge deficitsin
state Medicaidbudgets for long-termcare have also forced many state
budgetpersonnel,humanservices,andMedicaiddirectorsto seekwaysto
controlcosts.Sufllcientevidenceexistsregardingcostreductionpossibilities
withcoordinatedcommunityservicesand alternativesto institutionaliza-
tion, to move vigorouslytoward the developmentof these alternatives.
Hence,casemanagementhasbeenviewedas a key elementin costcontrol
(Simpson,1982).

In servicesforelderlypersonswithhealthproblems,casemanagement
hasincreasinglybecomeacriticalfactor(Simpson,1982).Giventhatchronic
illnessaffectsmorethan8090oftheelderlyinthecountry,thesepersonsare
proportionallygreaterconsumersof the nation’shealthcareservices.This
increasingdemandforhealthcareserviceshascreatedacrisisinhealthcare
deliveryalongwithacrisisofenormouslyincreasingMedicaidexpenditures
fornursinghomecareforelderlycitizens.Manystates(e.g.,Wisconsin,New
York,Virginia,andMinnesota)have developedcommunitycareprograms
encouragingelderlypersonsto remainat home as long as possible.Case
managementhas been includedas a necessarycomponentof these pro-
grams,whichhavein somecasesincludedpersonswithdisabilitiesas well
as senior citizens. Several studies have indicated that in this type of
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coordinatedcare,case managementcan makea differencein publiccosts.
Seidl,Applebaum,Austin,andMahoney(1983)showedtwokeyresultsin a
rigorouslycontrolledrandomsamplestudy in Wisconsinfocusedon sys-
tematizedcasemanagementforlong-termcareclients.Onefindingwasthat
appropriatecommunitycarewasatleastnomorecostlythannursinghome
care, even with all the administrativeand start-upcosts involvedin the
developmentofthecommunitycareservices.Secondly,oneofthekeyfactors
in keepinghealthcarecostsat a minimumwasthatcasemanagersplayed
a primaryrolein significantlyreducing
emergencyroomvisits.

Thistypeofcoordinatedapproachtocarehasalsobeenadoptedfromthe
long-termcarefieldtohealthservicesforthegeneralpopulation.Giventhe
risingcostsof healthcare in all areas,healthmaintenanceorganizations
(HMOS)and coordinatedhealth plans have incorporatedthe conceptof
uniffing serviceswith one delivererto addresssome of these same cost
concerns.TheHealthCareFinancingAdministrationhasadopteda system
of rewardingandpenalizingphysiciansbasedon theirperformancein the
controland reductionof costs(Berenson,1985).Primarycare physicians,
who function as ‘case managers’in these program,are responsiblefor
providingall primaryhealth care services,as well as coordinatingand
approvingthe provisionof otherhealthcare,includingspecialtycare and
hospitalization.

Despite much developmentand organizedsystem change in many
diverseareasof socialandhealthservices,thereis stillmixedevidencethat
casemanagementeffortshavebeeneffectivewithclientswithdevelopmen-
tal disabilities(Bertsche& Horejsi,1980;DeWeaver,1983;Walker,1980).
Withtheincreasingdemandforservicesforthispopulationandacontinuing
scarcityof suchservices,it seemsinevitablethattheneedsof someclients
with developmentaldisabilitieswill not be fully served(Randolph,et al,
1981)andthattheneedfordevelopmentof effectivecasemanagementwill
continue.In addition,the evolutionof effectivecasemanagementsystems
for all clients needinglong- te~ care and coordinationof serviceswill
continuetobe apressingdemandonhumanservicessystemsforsometime
to come.

Definitionsof Case Management
Thereis littleagreementon the scopeanddefinitionof casemanagement,
and upon all the activitiesand fmctions of personsdesignatedas case
managers(NationalConferenceon SocialWelfare,1981).Althoughdefini-
tionsofcasemanagementdiffer,thereis somegrowingconsensusaboutthe
core concepts.Intagliata(1981, p. 102) definescase managementas “a
processormethodforensuringthatconsumersareprovidedwithwhatever
servicesthey need in a coordinated,effective,and efficientreamer.” He
notesthatthespecificmeaningofcasemanagementdependsonthesystem
thatis developedto provideit. Forcasemanagementsystems,twocontex-
tualfactorsareparticularlyimportanttoconsider:(a)thenatureoftheclient
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6 Case Management

populationto be served,and(b) the natureof the existingservicesystem.
Thesetwo factorstogethershapethe goals,functions,and structuresthat
definea givencasemanagementsystem.

Caragonne(1984)proposedthatemphasisin casemanagementshould
focusonserviceavailability,accessibility,responsiveness,continuity,coor-
dination,monitoring/advocacy,and accountability.Case managementis
appropriatewhenclientswith multipleproblemsandneedsare unableto
define, locate, secure,or retain the necessaryresourcesand servicesof
multipleproviderson an ongoingbasis. The three key componentsare
accountability,accessibility,and coordination.Specifically,Caragonne
proposedthatthefunctionsof line-servicepersonnelin a casemanagement
systemareto:

● identifythe full rangeof servicesneeded;
● identifythe rangeof resourcesavailable, inclusiveof client

naturalsupportresourcesandpubliccommunityresources;
● coordinatethe activitiesof all servicesandresources;
● referclientsto all neededresources
● monitorandfollow-upto determineif servicesarereceived;
● monitorandfollow-alongto preventor identifi problemsin

serviceprovisionthroughongoingcontactswithclients,services
used,andthe clients’naturalsupportresources;

● assessandevaluatethe effectivenessof all services/resources
utilized.

Severalmajor areas standout as differentiatingthe role of the case
managerfrommoretraditionalsocialworkservicesroles(Caragonne,1984).
Atraditionalservicemodelinvolvesofficecontactbetweenthehoursofeight
andfive,withone serviceemphasisandlittleor no interagencycontact.A
providerhas authorityrelativeonlyto theactivitiesof theircaseloadwith
littlediscretionaryauthorityutilizedby the caseworker.In casemanage-
ment,servicesettingsshiftfromoffice-oriented,freedappointmentmodels
tolocationswhereclientslive,work,andreceiveservices.Casemanagement
focusesonmanysystemsof influence,ratherthanonlyonthebehaviorsof
theclient.Moreemphasisis placedoninteragencyworkandrelationships.
If therearedifficultieswithotheragencies’servicesor resources,responsi-
bilityforresolutionrestswiththecasemanagerratherthanwiththeclient,
as it does with more traditionalservices.In case management,agency
accountabilityrestswithall servicesreceivedby the client,notjust those
providedby the agency.

Casemanagementinvolvesadvocacy,coordination,and monitoringof
allcollateralresourcesimportanttoaclient’snetworksofsupport.Threekey
areasdistinguishtraditionalmodelsof servicefromeffectivecasemanage-
mentapproaches: ‘
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A New Way of Thinking for CaseManagers 7

● the scopeof interventionin casemanagementincludesall rele-
vantclientsystems;

● line workerautonomyanddiscretionaryauthorityis commensu-
ratewiththe addedresponsibilitiesandaccountabilityfor service
delivery;and

c the locationof clientcontactis in a varietyof environmentsand
settings.

Despite much theoreticalanalysis of the differencesbetween case
managementand traditionalsocialwork,Kurtz,Bagarozzi,and Pallane
(1984) found that 38% of case managementworkersin Georgiasaw no
differencebetweensocialwork and case management.They suggestthat
trainingprogramsmaynotbepreparingsocialworkersforallaspectsoftheir
job requirements.

Theconceptualscopeofcasemanagementhasalsorecentlyexpandedto
includemuch more emphasison familiesand on informalnetworks.For
instance,SisterM.VincentiaJosephandSisterAnnPatrickConrad(1980)
describedthe use of informalnetworksin a parishneighborhoodmodel.
Seltzer(n.d.)trainedfamilymembersascasemanagersforelderlypersons
in an experimentalstudysupportingthe developmentof partnershipbe-
tweenthe informalandformalsupportnetworks.

FederalRole in Case Managementfor
Personswith DevelopmentalDisabilities
The DevelopmentalDisabilitiesAct of 1975(PL 95-602)establishedcase
managementas a “priorityservice”and presentedit as a mechanismta
coordinateserviceneedsin social,medical,educational,andotherareasfor
as long as the serviceswere needed,includinglifelongif necessary.The
DevelopmentalDisabilitiesAct definedcasemanagementservicesas:

...suchservicesto personswithdevelopmentaldisabilitiesaswill
assistthemin gainingaccessto neededsocial,medical,educa-
tional,andotherservices;andsuchtermsinclude—
(i) follow-alongserviceswhichensure,througha continuing
relationship,lifelongif necessary,betweenan agencyor provider
and a personwitha developmentaldisabilityandthe person’s
immediaterelativesor guardians,thatthe changingneedsof the
personandthe familyare recognizedandappropriatelymet;and
(ii) coordinationserviceswhichprovidethe personswithdevelop-
mentaldisabilitiessupport,accessto (andcoordinationof) other
servicesinformationon programsandservices,andmonitoringof
the person’sprogress.

I
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a Case Management

Individualplansarerequiredin numerousotherfederallawsaffecting
personswith developmentaldisabilities,includingthe RehabilitationAct
(PL93-516)andEducationforAll HandicappedChildrenAct (PL94-142).
CaseplansarealsorequiredorencouragedinTitle= oftheSocialSecurity
Act (PL93-647)andTitleXIX (Medicaid,PL 94-223).The Developmental
DisabilitiesAssistanceAct(PL95-602)andtheMentalHealthSystemsAct
incorporatemorespecificrequirementstoestablishincreasedaccountability
bymandatingthateverystatedevelopasystemofcasemanagementtoserve
the targetpopulation.

Researchon the Effectiveness
of Case Management
Muchoftheliteratureoncasemanagementis conceptualratherthanbased
upon empiricalevaluationstudies.For instance,many authorshave de-
scribedissuesincasemanagement(e.g.,NationalCouncilonSocialWelfare,
1981)andnumerousauthors,agencies,andorganizationshave developed
standardsfor idealor modelcasemanagementprograms(Morell,Straley,
Burris& Covington,1980;Wray,et al., 1985).Severalauthorshave sug-
gestedrolesfor casemanagement(Ashbaugh,1981)as a front-linequality
assuranceandaccountabilityprocess.

Some case managementliteratureis organizationaland efflciency-
based,suchasworkbysociologists,organizationaltheorists,andindustrial
psychologistsinterestedinexplainingthevariationsinperformanceamong
and withinorganizationsby focusingon workercharacteristics,manage-
mentprocesses,and organizationalstructure(Caragonne,1984).In addi-
tion,mostresearchontheempiricaleffectivenessof casemanagementhas
been conductedon general social servicesclients, rather than solely on
personswithdevelopmentaldisabilities.Nevertheless,someofthisempiri-
calresearchesvaluableindocumentingtheadvantagesofanintegratedcase
managementapproachand pinpointingdifficultiesand problemsin case
managementprograms.

The majorityof the studiesof the servicesintegrationdemonstration
projectsweresite-specific,highlydescriptive,andpredominantlyprocess-
oriented.However,Turner and Washington(Washington,1974), in an
attemptto obtaindata on the populationsserved,developedmethodsto
measuretheimpactof servicesprovidedbytheEastClevelandCommunity
HumanServiceCenter.Theyusedmeasuresof clientfunctioi~ingandthe
behaviorof thetreatedpopulationsas dependentvariables.Whenevaluat-
ingthemeansbywhichindividualsmaybemovedfromlevelsofdependency
towardlevelsof independence,theyconcludedthatclientfimctioningwas
enhancedthroughintegratedservicesystems.

Otherevaluationsofserviceintegrationprojectsreportedthattheuseof
casemanagementteamsandcasemanagerlinkagesledto increasesin the
accessibility,comprehensiveness,andvolumeof servicesprovidedtoclients
(Baker&Northman,in press).Caragonne(1979)alsoreportedthattheuse
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of casemanagersled to moreeffectivepackagingof clientserviceplans,a
greaterrangeof servicesfor clients,documentedgapsand duplicationsin
servicenetworks,and generallygreaterorganizationalresponsivenessto
consumerneeds.

An integratedrehabilitationservicecenterin Arkansaswasevaluated
usingaresearchdesignthatcomparedclientoutcomesfromgroupsofclients
randomlyassignedto two traditionaland one integratedrehabilitation
serviceprogram(Roessler& Mack,1972).Outcomemeasuresweredivided
into measuresof “eflk.iency”(recidivism,referrals,speedof service,accep-
tance/referralratio,agencyclosures,systemclosures,and dropouts)and
measuresof“effectiveness”(clientchangein attitudesandbehavior,reduc-
tion of dependency,and client satisfaction).The theory was that more
centralizedcasemanagementandcoordinationwouldmakeservicesmore
effective.The conclusionof the studywasthatsuchbarriersas ineffective
leadership,conceptualconfusion,and internalagencychangesnegatively
affectedthe impactof bothintegratedandmoretraditionalcase manage-
mentprograms.

Models in Case Management
Someof the researchon casemanagementprojectsin communitysupport
programshasrevealedthattheuseofcasemanagersfacilitatesclientaccess
to services(MaverickCorporation,1976);providesa necessaryadministra-
tivelinkbetweenprogramandconsumer(Rosenberg&Brody,1974);ismore
effective in packaginga complex sequenceof services than traditional
servicemodels(Brody,1974);documentsgaps and duplicationsin service
networks(Perlman,1975; Bureau of Social Welfare,Maine, 1973); and
promotesorganizationresponsivenesstoconsumerneeds(Caragonne,1979).

Oneofthemostpromisingmodelsforeffectivecasemanagementis the
DirectionServicemodeldescribedbyZeller(1980)andBrewerandKakalik
(1979).Existingprogramswhichhave adoptedsucha modeluse a client-
centeredapproachand are separatefrom major servicebureaucraciesso
that fi-xmson a specificserviceis not emphasized.Determinationof who
shouldprovidethe DirectionServicehas been debatedandthe estimated
costperpersonmaydiminishitsfeasibilityunlessredeploymentofexisting
resourcescouldsignificantlyreducethesecosts.

The State of Californiaemploysa unique conceptin dischargingits
responsibilitiesto personswithdevelopmentaldisabilities.UndertheLan-
termanAct,21regionalcentersweresetup withprivatenon-profitcommu-
nity agencieswhichwereresponsiblefor: (a) identificationof personswith
developmentaldisabilities,(b) determinationof eligibilityof services,(c)
purchasingofservices,and(d)monitotigandevaluating servicesaccording
tosetstandards(May&Hughes,1987,p.220).Thegoverningbodyisdrawn
fromthecommunitiesservedandone-thirdof thisgroupmustbe clientsor
parentsofpersonsvvithdevelopmentaldisabilities.Althoughcentersreceive
theirfundingresourcesfromthe State,theyactas independentbrokersof
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services,purchasingneededservicesinthemarket-place.A casemanageris
assignedwhoassumesresponsibilityforthedevelopmentandimplementa-
tion of an individualclient plan. However,a significantomissionin the
overallcasemanagementsysteminCaliforniawastheexclusionoftheState
hospitalsystemfromthe LantermanAct requirements.

Several problemscited by other case managementsystems are ad-
dressedin thismodel:(a) it providesfordirectrepresentationof consumers ,
atalllevelsofthecasemanagementsystemtoensureaccountabilityandthe
upholdingof consumers’rights;(b) it providesflexibilityin the systemand
addressestheproblemsof fragmentationandprofessionalseparatism;and
(c) it shifts the burden of serviceprovisionfrom the bureaucracyto the
privatesectorusinganinnovativecollaborationbetweenpublicandprivate
enterprise.

Characteristicsof Case Managersand Case
ManagementSystems
Somestudieshave evaluatednumerouscharacteristicsof case managers
and/orcasemanagementsystemsthatmightinfluencethe effectivenessof
theprogramsorsystems.Forinstance,Brody(1974)foundthatcaseworkers
spend more time in administrativetasks than in providingservicesto
clients.BerkeleyPlanningAssociates(1977)foundthatsystem-widecoordi-
nation of services, continuityof services to clients, and case manager
effectivenesswasmorelikelytooccurinsmall,nonbureaucraticizedsettings
characterizedbyworkerswithincreasedtrainingandeducation,moreyears
experiencein the specificproblemfield, smallercaseloads,and accessto
consultation.Also, the qualityof casemanagementservicesappearsto be
stronglyrelatedto theintensityofcontactbetweenclientandcasemanager
(BPA,1977).

Anumberofstudies(Bakeretal,1980;Caragonne,1979;Graham,1980)
haveindicatedthatcasemanagers’activitiesaresignificantlyshapedbythe
servicesystemsinwhichtheyoperate.If,forexample,relativelyfewservices
are available,casemanagersspendrelativelylittletimelinkingclientsto
services.However,when certainimportantsupportservicesare unavail-
able,case managersare likelyto devotetheir own time to eitherdirectly
providingor creating the needed services.Thus, to some degree, case
managers’actualactivitiesareultimatelyshapedby theconstraintsof the
environmentswithin which they work, rather than by their formaljob
descriptions.

Evaluationsof State Systems
Severalstateshaveconductedevaluationstudiesor surveysof the current
statusof their case managementsystem.Althoughthese studieswill be
describedin somedetailhere, it shouldbe takeninto accountthat most
recommendationsandconclusionsgeneratedin thesestudiesweresystem-
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specific.
North Dakota conducteda study in 1985 of their case management

system(Wray,Basuray,Miller,& Seiler,1985),whichprimarilyaddressed
thetwodifferentformsofcasemanagementinthestate:externalorregional
casemanagement,andinternalor serviceprovidercasemanagement.The
surveyorswerechargedwithmakingrecommendationsto reduceduplica-
tionbetweenexternalandinternalcasemanagementandto recommenda
courseof actionfor agenciesandprovidersthatwouldprovidean optimum
continuumof functionsfor personswithdevelopmentaldisabilities.Three
groupsweresurveyedconcerningeachofthetwotypesofcasemanagement:
membersoftheAssociationforRetardedCitizens,all regionalcasemanag-
ers andcoordinators,andall serviceproviders.

Thesurveyorsfoundthatdespiteevidenceof a genuinecommitmentto
servingpersonswithdevelopmentaldisabilitiesin policyandfunding,and
therecognitionoftheneedforasoundcasemanagementsystem,therewere
indicationsof problemsin communication,andindicationsthatthe state’s
human resourcesmanagement.policieswould need to be modifiedwith
regard to service providers. Some of the negative factors which were
identifiedas barriersto progressincludeda feelingof “us-them”between
providers,regionaland statestti, andconsumersand parents.Secondly,
specificbreakdownswereidentifiedinthetraining,recruitment,compensa-
tion and managementof staff in providerorganizations.Otherproblems
includedlack of leadershipin programdevelopmentby the state.Specific
recommendationswere made that concernedimprovingcommunications
betweenstate agenciesand providersand parents,reducingpaperwork,
providingmorespecifictraining,resourcedevelopmentof local servicesto
meetindividualneeds,andclarifyingdifferentrolesforexternalandinter-
nalcasemanagement.Thereportconcludedthattherearelegitimateservice
coordinationfunctionstobeperformedbyregional(external)casemanagers
anddistinctfimctionstobeperformedbyprogramcoordinators(internal)in
serviceprovideragencies,Extensiverecommendationsweremaderegard-
ing the establishmentof componentsof case management,provisionof
contactpoints and informationand referral,matchingclientswith case,
managers,gatheringexistingdata,procuringnew assessments,develop-
mentof individualplans,identificationof unavailableservices,monitoring
services,revisionofindividualplans,andquarterlyreviewsbyregionalcase
managers.

I Inthefallof 1982,thecasemanagementsysteminKentuckyforpersons
! withdevelopmentaldisabilitieswasevaluatedby theUniversityAffiliatedI FacilityattheUniversityofKentuckyinresponsetoarequestfromthestate

DevelopmentalDisabilitiesCounciland the state office for personswith
mentalretardation(HumanDevelopmentProgram,1983).Theevaluation
methodusedfor fourteenregionsin the statewastojudge actualperform-
ance againsta prototypemodelfor casemanagement.The prototypeused
had been developedby the RehabilitationGroup, Inc. of Virginia. The
evaluatorsproposedthat any discrepanciesfound with the modelwould

! suggestthateitheractualpracticesorthemodelitselfshouldbe changedor

I
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improved.
The evaluationfound that the prototypemodel containedtoo few

administrativestandardsandtoo specificdeliverystandards,andthatthe
rolesof the case managerand casemanageradministratorwereinconsis-
tently addressed.Actual practiceswere not always consistentwith the
philosophythatshouldunderliea state-widecasemanagementsystem.In
particular,the issue of advocacyon behalf of the client receivedvarying
degreesof attentionacrossthe state.When the burdenof advocacywas
placedon case managers,they had little time to pursue monitoringand
evaluationactivities.Actualservicedeliverypracticesrelatedmoreclosely
to the modeldefinitionthan did administrativepractices.Involvementof
clientsandtheirfamiliesin developmentoftheindividualhabilitationplan
wasinconsistentandinfrequent.

Theevaluationconcludedthat,despitethemanyproblems,thestatewas
gettingareasonablereturnforitsannualinvestment.Expendituresforcase
managementweremodestand cost effectivein relationto total aggregate
expendituresfor human services.Overall,recommendationswere made
that case managementbe provided independentlyof service-providing
agencies,that extensiveparent involvementbe maintained,and that a
varietyof agenciesbe involvedin caseplanninganddevelopment.Correc-
tionswererecommendedto improvepolicyguidelines;to developtraining
proceduresfor case managers, clients, parents, and advocates;and to
providetechnicalassistancefromthe statelevel.

South CaroZina evaluatedits case managementsystem in 1984 by
determiningwhethercurrentpracticeswerein fulfillmentof the system’s
objectiveswhichwereset forthat the timethe systemwas put in placein
1979(Randolphet al., 1984).This statehad establisheda systemof free-
standing,independentcasemanagementagencies,responsibleonlyforthe
coordinationof servicesunder the auspicesof the state Developmental
DisabilitiesCouncil.The evaluationrevealedthat in large measurethe
systemwas meetingits statedobjectivesand that case coordinationhad
madea differencein enhancingthequalityof life forpersonswithdevelop-
mentaldisabilities.Majorproblemswhichwere identifiedincludedpublic
visibility,programoperations,administrativerelationships,casecoordina-
tion functions,and interagencyrelationships.Given the low visibilityof
programsand the fact that coordinatorsfrequentlyindicatedthey were
afraidof beingfloodedwithreferrals,thecasemanagementofficesmaynot
havebeenidentifyingclientswithdevelopmentaldisabilitieswhowerenot
being appropriatelyserved.Clients,parents,and providersappearedto
havebeenonlyperfunctorilyinvolvedindevelopmentofindividualhabilita-
tionplans.Inaddition,itwasquestionabletowhatdegreetheadvocacyrole
of casecoordinationwasbeingfulfilled.

In 1984,New York conducteda time and effort study of their case
managementsystem,withone-thirdofthestate’scasemanagersparticipat-
ingin the study(OMRDD,1984).Themajorobjectivesof thisstudywereto
identifiwhoreceivedstatecasemanagementservices,whatdeterminedthe
amountof servicereceived,the extentof overlapbetweenstateandvolun-
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tarycasemanagement,andthecharacteristicsof theservicesystems,such
as caseloadsize and organizationalstructures.This studyfoundthat the
three most importantvariablesassociatedwith case managementtime
spenton clientswerethe casemanager’scaseloadsize,the typeof client’s
residence,andwhetheror not theclientbelongedto theWillowbrookclass
of personsdeinstitutionalizedundercourtorder.Many managementand
organizationalrecommendationswere made, includingratiosof caseload
sizes,to facilitateefficiencyin the deliveryof services.

An evaluationby Caragonnein 1984of Georgia’scase management
systemfocusedonhowactualserviceactivitiesandprocedurescomparedto
the serviceactivitiesemphasizedwithin the case managementmodel of
service.Usinganintriguingstudydesign,workersandtheiradministrators
at 14siteswereaskedtofrostestimatethepercentageoftimespentin seven
areas of activity:general agency contact,client-specificagency contact,
directservicesclientcontact,evaluationactivities,recordingandreporting,
supervision,and travel.When workersestimatedthe proportionof time
spentineachactivity,astrongadherencetothecasemanagementmodelwas
revealed.Supervisorsalsoperceivedtheirworkers’activitiesas congruent
withthe model,especiallyin identifyingthatextensivetimewas spentin
resourcedevelopmentandin arrangingservicesfor clients,moderatetime
in recording/reporting,andminimaltimein supervisionandtravel.After
theirinitialestimates,workerswereaskedtorecordtheiractivitiesduring
a ten-dayworkingperiod.Analysisof actualtimeandactivitiesrevealeda
very differentpicture of time allocation.The data suggestedthat case
managersvastlyover-estimatedthe amountof timetheyspentin resource
development,evaluation,andsupervision.Littletimewasactuallyspenton
the “core” model activitiesof case management:referral, coordination,
follow-upandfollow-along,evaluationandadvocacy.The studyrevealeda
strongemphasison in-officework,withover-relianceon problemformula-
tion,planning,anddocumentation,all strongdeterrentsto developmentof
effectivecasemanagement.

The currentcase managementsystemin Georgiawas shownto have
threeprimaryfeatures:office-based,administrativein nature,andoverly
prescriptiveanddescriptiveof clientproblems.Also,manycasemanagers
operatedin isolationfromtheirsettings,witha strikinglackof supervision
in the monitoringand supportfunctionsof case management.The offices
operatedin organizationalvacuums,isolatedwithintheiragencysystems,
andlackedeffectivesupervision,performancemonitoring,andstandardsby
which the quality of work could be judged. One of the six sites was
remarkablydifferentthan the othersin having the highestincidenceof
activitiesmostinconformancewithmodelcasemanagementactivities.Inan
organizationalanalysis,this site was shownto differ from the othersin
havingthefollowingcharacteristics:highdegreesofperceivedleadership;a
workclimatewhichemphasizedplanningandefficiencyratherthanpres-
sure;highdegreesofsupportfromotherworkers;rulesandpoliciesexplicitly
communicatedinatimely,adequate,andeffectiveway;supportivesupervi-
sion;andmoderatedegreesof innovation.Thesitewiththeleastadherence
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to thecasemanagementmodelof servicereportedlowscoresin leadership
andtask clarity,high degreesof perceivedcontroland pressure,low peer
cohesion,littleinnovation,andlittlecommunication.

AMirmesotasurveyofcasemanagementpersonnelineighty-onecounty
agencieswascompletedin1987todeterminethestatusofcasemanagement
needsandbarrierstoeffectiveservicedeliverytoclientswithdevelopmental
disabilities.Lackof formaltrainingin casemanagementonthe partof the
majorityof directorsof countyhumanserviceagencies,casemanagement
supervisors,and case managerswas a finding in the MinnesotaCase
ManagementStudy (McAnally& Linz, 1988).Anothermajor barrier to
effectivenessof case managementcited was heavy case load size, the
majorityof case managersaveragingover sixty-eightclientswith a com-
binedcaseloadof clientsbothwithandwithoutdevelopmentaldisabilities.
Bothtrainingandcaseloadsizeappearedappeartohavesignificantimpact
on the qualityof serviceprovidedby the casemanager.Recommendations
were made to reduce case manager-clientratios and develop relevant
trainingprograms.

ThecasemanagementsysteminMinnesotawasalsoevaluatedinearlier
years,bothas a separatesystemandas partof the entirehumanservices
system.Two of these studieswere conductedby independentconsulting
firms.

In 1983,an evaluationexaminingmanyaspectsof the servicedelivery
systemforpersonswithmentalretardationwassponsoredby theAssocia-
tionofResidencesfortheRetardedin Minnesota,theDepartmentof Public
Welfare,the MinnesotaAssociationof RehabilitationFacilities,and the
MinnesotaDevelopmentalAchievementCenterAssociation(Rosenau&
Totten,1983).Regardingcase management,five majorrecommendations
weremade:

(a) All casemanagersshouldhavefourprimaryfunctions:assessing
clients’needs,locatingandplanningservicesto meetclients’
needs,linkingandmonitoringservices,andadvocatingfor the
clientsandfor citizenswithmentalretardationin general.

(b) Plansshouldleadtowardan idealof havinga casemanagerclient
caseloadof 1:25.(c)The stateshouldinitiateeffortsto transfer
centralfimdingto casemanagementagenciesat the countylevel.

(d) The stateshouldtakethe initiativein developinga management
informationsystemthataddressesthe specifichumanneedsof
citizenswithmentalretardation.

(e) Casemanagementshouldbeginwiththe developmentof a writ-
tenplanthatspecifiesidealclientgoalsandobjectives,and
specifiesa reasonabletimeframeworkfor movingto the ideal.

Thereportalsorecommendedthat:(a) a clearerstatementwasneeded
ofthecasemanager’smonitoringresponsibilities;(b)theStateDepartment
of HumanServicesshouldassignmajorresponsibilitiesforoverseeingcase
managementto the countiesbut shouldretainlimitedoversightresponsi-
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bilities;and(c) casemanagersshouldtakea productiverolein developinga
greaternumberandvarietyof alternativeservicesandplacements.

Alsoin 1983,underacontractwiththeDepartmentofHumanServices,
the HealthPlaming and ManagementResourcesInc. (1983)conducteda
study of the case managementsystem in Minnesota.They interviewed
individualsfromstate,county,andpublicand privateagenciesregarding
the currentstatusof casemanagementin theirsystems,anddevelopedan
integratedcase managementmodel that could be used by county social
servicesandhealthagenciesin workingwith disabledadults.This model
articulatedtheroleofthecasemanager.Inaddition,recommendationswere
madeto the Departmentof HumanServicesregardingthe developmentof
casemanagement,includingtrainingandcaseloadstandards.

Thedeliveryof casemanagementhasalsobeenexaminedby theCourt
MonitorfortheWelsch v. Levine consentdecree.Thesemi-annualreport(1/
84-6/84)oftheMonitornotedthatcasemanagementisa crucialandpivotal
componentinthedeliveryofservicestopersonswithdevelopmentaldisabili-
ties. Problemsidentifiedwere: (a) conceptualizationof the role of case
managementand managerswas restricted;(b) few case managerswere
qualifiedor trainedfor thejob; and(c)no commonlyavailableprofessional
trainingwas availablefor casemanagers.Recommendationsof the report
included statewidetraining,clarificationof the case managerrole, and
monitoringof casemanagementservice.

In the followingyear (1985), the Welsch court monitorconducteda
questionnairesurvey at the annual conferenceof the MinnesotaSocial
ServicesAssociation.Althoughresponseswere primarilyfromthe metro-
politancounties,casemanagers,vendors,institutionalstaff,countyperson-
nel,staffofcommunityprograms,psychologists,andspecialeducatorswere
included.The surveyidentifiedthat in two-thirdsof the cases,providers
chairedtheteammeetingsforclients.Respondentsidentifiedmajorbarriers
to effectivecase managementas: (a) caseloadsize and ratios,(b) lack of
adequateservices,programsor resources,and (c) training and lack of
knowledge.Respondentsidentifiedmajor steps that could be taken to
overcomebarrierstoeffectivecasemanagementinMinnesotain thefollow-
ing orderof priority:(a)betterqualifiedcasemanagersandmoretraining
and sensitivity;(b) more directionand leadershipfrom the state on the
systemof servicedelivery;and(c)betterratiosandmoreclientcontact.The
monitor concludedfrom the responsesthat the key issues for persons
involvedin casemanagementin Minnesotawerereducedcaseloads,more
expertisein developmentaldisabilitiesthroughtraining,andthatthestate
displayedalackofleadership,clarityofmissionandcommitment,aswellas
bureaucraticconfusionandredtape.

Summary
Studiesofformalservicecoordinationeffortsforpersonswithdevelopmen-
tal disabilitiesseem to agree that case managementsystemshave the
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potentialforbeingefficientandeffectivesystemsfor servicescoordination.
However,regardlessofgeographiclocation,severalcommonproblemshave
been identified.Heavyclient case loadswere commonlycited as a major
factornegativelyinfluencingthe effectivenessof casemanagers.Addition-
ally,inadequatetraining,ineffectiveleadership,andlackofroleclarification
were listed as frequentbarriers.Characteristicsperceivedas promoting
favorableoutcomeswereeffectiveleadership,bettertrainingprogramsfor
casemanagers,increasedinvolvementof families,supportivesupervision,
increasedclientcontact,andsmallcasemanager-to-clientratios.
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CHAPTERII

Organizing the Community
by JohnMcKnight

4

There is a big problem in my talking about communitybecause
everybodyisanexpert.Everyoneofyouisamemberofacommunityandhas
directexperienceandknowledge.

I havea big problembecauseyouknowaboutthecommunity.Theonly
wayI thinkI canaddanythingto whatyoualreadyknowis perhapsto give
yousomenewwordsornewwaysofaddressingwhatisyourownexperience.

If, as I speakaboutcommunity,it doesn’tseemthatwayto you,thenI
mustbe wrongbecauseI amreallytalkingwith you aboutwhatyou know
fromyourexperience,thoughperhapsin a slightlydifferentlanguage.

Myneighbor,Mary,hasayoungdaughter,Cynthia,aboutfouryearsold.
Mary,wholivesaboutfourhousesaway,calledme andsaidshewantedto
come over and talk to me. I wonderedwhat the troublewas—wasI not
cuttingthe lawnofl.enenough,or whatwaswrong?Whenshe arrived,she
wasobviouslyconcernedandupsetaboutsomething.I realizedshewanted
to talk to me becauseI was the only personon the blockwho was fmm a
university.Shehada problemabouteducationso shepickedmeoutasher
counselor,notknowingthatIdidn’tknowanythingatallaboutherconcerns.
Shethoughta professormustknow.

She said, “John, I have got to talk with you because somethingis
troublingme aboutCynthia.”

Iasked,What isit?” Cynthiaseemedtomeawonderfidlynormalyoung
girl.

She said,“Cynthiais fouryearsandthreemonthsold.The problemis
thatshecanread.”

I said,“Well,whatis the problem?”
She said,“All the othermotherson the blockwho have childrenolder

thanwedosaythatatNicholsSchool,theteachersdon’tliketohavechildren
comingtotheschoolwhoknowhowtoread,becausetheyusuallydonotknow
howto readright.Theyhaveto breakthemof thewaythey’velearnedhow
to readin orderto teachthemtherightway.I amafraidthatwehavehurt
Cynthia’slife chancesby her reading.”

Sheadded,“Mindyou,we didnotteachher.”Shewantedto assureme
thatshewouldnothavedonesuchaterriblethingtoherdaughterasteach
her to readat fouryearsof age.
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I was stunnedby that conversation.I checkedwith the principalat
NicholsSchool,andMarywasright.Theydonotliketohavechildrencome
therewhoknowhowto readbecauseat the schooltheyteachthemto read
in a developmentalway,in the properorderandsequencewiththe proper
methods.So I realizedthat,indeed,Cynthia’smotherwasbeingtaughtby
professionalsnotto educateher daughter.

ThedayaftermyconversationwithMary,I wastalkingtomynextdoor
neighbor,Frank,and I toldhim the storyaboutCynthia.Franksaid,“Oh
yeah,Iknowaboutthat.YouknowJohnPisak,wholivesdowntheblock,is
chiefcoachof the LittleLeague.He is concernedbecausethereare a lot of
youngkidswhogo overto Nicholsschoolyardwitha bat andball andplay
baseball.Theyareall learninghowto playthewrongwayandtheyarenot
being properlyprepared,in termsof their own safety—now,don’t laugh.
Afterall,it isunsafeforthosekidstobethereplayingbaseballontheirown.
Andheis goingto tryto do somethingthroughtheLittleLeaguein theway
ofparenteducation—parenteducation—thatwillensurethatparentsdonot
allowkidsto playbaseballunsupervisedoutsideof LittleLeaguejurisdic-
tion.”

The next week, I went to my parents’home for my mother’s75th
birthday.I wassittingaround,talkingwithmymotherandI toldherabout
Cynthia,andaboutthe LittleLeague.

She said,“Oh,I see thateveryplace.”
Thenshewentonto tellmeabouthowthingswerewhenshewasyoung.
Shesaid,“Youknow,almosteverybodyI knewlearnedto readathome.

WhenIwasakid,everybodyintheneighborhoodwatchedafterkids.When
we had a familyproblem,everybodyin the familygot togetherandtalked
about the family problem.If we had a fight betweentwo people in the
neighborhood,everybodyknewtherewasafairpersonyoucouldturnto.The
sidewalkswerecoveredwithwhitemarksfromstonesthatkids foundfor
hopscotch.At parties,peopleplayedcharades.Childrenweremostlytaken
careof by children.Itwasat dinnerthatyoutoldstoriesanddiscussedthe
issuesof the day.We actuallylivedin a housethatmyfatherandbrother
built.”

I thoughtaboutherstoryandrealizedthatthingsreallyhadchangedin
the 75yearsof herlife becauseeducationhas leftthecommunityandgone
intotheschoolandbecomethejurisdictionoftheteacher.Theresponsibility
foryoungpeople’sbehaviorleftthecommunityandbecamethedomainofthe
criminaljustice systemandyouth workers.Familyproblemsbecamethe
jurisdictionof socialworkers;disputes,thejurisdictionof lawyers;health,
thejurisdictionof doctors.Hopscotchandcharadeshavebeenreplacedby
recreationaldirectorsand television.Child carehas becomea profession;
dinneris thejurisdictionof McDonalds.Thenewsofthe dayis thejurisdic-
tionof ABC,NBCandCBS.And housescomefromCentury21.

Thereare a lot of peoplein the UnitedStateswho will sayto you that
familiesarefallingaparthere.Lookatthedivorcerate.Theywouldhaveyou
believe that the reason is that somethinghas happenedbetween men,
womenand childrenthat makesthemunableto live togethereffectively.
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Afterlisteningto mymother,I understoodthereasonfamiliesarehavinga
lotoftroubleisbecausetheydon’thaveanythingtodo.Atone timefamilies
existedto performfunctionsandsolveproblems,butnowwe maynotneed
families.If educationis handledby the school,behavioris handledby the
Dolice.familyrelationsby socialworkers,disputesby lawyers,healthby
doctors,play-byrecreatio~aldirectors,children’sliveshandledbychildcare
workers,their mealsby ColonelSanders,the understandingof the day’s
eventsby Mr.Rather,andhousesby Century21,thenI thinkit’sapparent
thatfamilieswillnotfarewell—becausetheyhavenothingto do.

So,thereisarealtrade-off,asweseemoreandmoreofourlivesbecoming
professionalizedand commercialized.One result is that individualshave
diminishedinitiativesandcompetencies.Familiesarealsodiminishedand
weakenedas systemsgrow.As schoolsgrow stronger,as criminaljustice
systemsgrow,associalworksystemsgrow,aslegalsystemsgrow,asmedical
systemsgrow,as recreationalsystemsgrow,as child care systemsgrow,
f~milies ~imi~ish in responsibilityandCompetence.

The humangroup is not somethingthat is inevitable;we have come
togetherinhuman groupsforthepurposeof doingthings,solvingproblems
and enjoyingeachother.If thesefunctionsof the humangroupare taken
away,thegroupwilldissolve.As professionalsystemshavelaidclaimover
moreandmoreofyourlifeandmine,theresultis thatindividualandgroup
incompetencehasgrown.

A womanwhogota Ph.D.in ourdepartmentcameintomyofficeonher
graduationdaytosaygood-byeandsatdownandcried.Ifeltbadthatsheand
theotherpeoplewhohadworkedona challengingprojectweregoing,andI
thoughtshewascryingbecauseshewasleaving.Butshewasn’t.Shesaid,
“IrealizethatI amfinallyhere.IhavemyPh.D.andIknownowwhatIhave.
I knowmoreaboutlessthananybodyin theworld.I havelearnedinfinitely
aboutatiny,tinypieceoftheworld.ButI cannotsewa dress;I cannotbuild
a house.I maynotbe verygoodat socialrelationseither.”

Ithinkweareallseeingthesamethinginourcommunities.Theyarenot
workingverywell.AndIthink,likethePh.D.student,weseethesamething
in individuals-they do notknowhowto do verymuch.Primarily,butnot
exclusively,thereasonfor thisis thegrowthandpowerof ourprofessions,
our systems,and the technologythey use. Or, to put it anotherway, as
schoolsgrowmorepowerfidandinfluencethe mindsandbehaviorof more
parentsonmyblock,theeducationin mycommunitywilldecrease.Eachof
these systemshas taken power,money,authority,and legitimacyfrom
individuals,families,andcommunities.Therealdilemmaofourtimeishow
to reversethatprocess.Thatis whyI amaddressingissuesof community.

Systemsandcommunitiesarein competitionfor the livesof people.As
systemsgrowbiggerandmorepowerful,withmoreauthority,moneyand
legitimacy,families,communities,andthehumangroupdiminishinpower,
competence,potence,authority,andcapacity.The resultis a worldwhere
systemshave overwhelmedand finallydecimatedcommunitiesand fami-
lies. This leads to the creationof somestrangenew formsof life like the
“healthconsumer.”
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Nowmymotherbelievesthathealthhastodowithhowyouliveyourlife.
WhenIwasachild,shemadecertain,inherignorance,thatIhadonmyplate
everydayagreenvegetable,someproteinandsomestarchandalittleplate
offimit.Mypoormotherthoughtthatwasreallytheoriginofgoodhealth.She
wasanxiousthatI get outandplaybaseballwiththeotherpeoplebecause
shethoughtthatkidsexercisingwasanimportantpartoftheirdevelopment
and theirhealth.My confhsedmotherbelieves,evento this day, that if I
wouldget out everydayandstartwalkingaround,and stopeatingall the
dessertsthatIeat,IwouldnotbeasheavyasI amandI wouldbehealthier.
Sheevenbelievesthatshecangooutinherbackyardandpicktheleavesof
someplantsandmaketeaoutof themandcuremostof theproblemsthatI
have-my poorconfusedmotherbelievesthat.Butthat’sbecausemy poor
confusedmotherwasraisedinacommunitywheretheybelievedthathealth
wasa conditioncreatedby effectivefamiliesandgoodcommunities.

Butnow,mostofus areraisedinaworldofsystemswhereweknowthat
healthcomesfroma healthsystem.Whenthat systemworks,it produces
health,andwe are“healthconsumers.”

Whenmy motherwasyoungtherewereno healthconsumersbecause
you couldnot consumehealth;therewas no systemthatwas supposedto
producehealth.Therewereonlydoctorswhotreatedillness.Mymotherwas
just ahumanbeingwhohadtojoin herfamily,neighborsandcommunityin
doingthethingsthatwouldmakethemhealthy.ButI cannowsit andnot
walk around, and eat all the sweets I want because the Universityof
Minnesotahasabigmedicalcenterthatproduceshealth.Professionalswill
dothatforme;Ineednotworry,asmymotherdid,aboutallthathealthstuff
AndI neednotteachmykidswhatshetaughtme,becausehealthis nowa
system.

Asahealthconsumer,Iamtheindividualrawmaterialforasystemand
the Universityof Minnesota’sMedicalCenterneedsme.And I needthem
becauseI do nothavea community.

So there is a competitionbetweensystemsand communitiesfor how
problemsgetsolved,howweknowthingsandhowweenjoylife.Everyhealth
careprofessionalisapartofthatcompetition,notjustinaprofessionalsense
but in their very lives becausethey are also citizensand membersof a
community.Oneofthewaysthiscompetitionshowsupinmylifeisthatwhen
I seea problemthatneitherI, normyneighbors,normyfamilybelievewe
arecapableofsolving,wesaythatweneedprofessionalhelp.Moreandmore,
whenthereis aproblem,Ihearsomebodysay,“Sheneedsprofessionalhelp;
he needs professionalhelp.” What they are saying is that families and
communitiesare incompetentbut professionalsare competentand know
better.

Letme explainwhatI meanby thewordcommunity.I thinkcommunit-
ies aremadeup of groupsof peoplewhocometogetherto enjoyeachother
andto solveproblemson a face-to-facebasis.Groupsof peoplewhocontrol
theirgroupandwho arenotagentsof systems.

Acommunityismadeupofpeople,families,neighborsandneighborhood
organizations,clubs, civic groups, self-helpgroups, ethnic associations,
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temples,churches,localbusinesses,sportsgroups,veteransorganizations,
local media, local government,local unions. The communityis a set of
associationswhich,workingtogether,representhowpeoplewhohavetaken
authorityfor their lives come togetherto create the tools to solve life’s
problems.Thatauthorityandresponsibilityisconstantlythreatenedbythe
growthof professionalsystems.

Mywifeoncesaidto me,“Youarealwaystalkingaboutsystemsversus
communities.Letmegiveyousomebetternames.Systemsaretheempire-
as in The Empire Strikes Back. Communitiesare the homeland.You’re
actualydescribingthe strugglebetweenthe empireandthe homeland.”

Thestrugglebetweentheempireandthehomelandgoesonin yourlife
everyday.It’s a struggleoverfamilies,overthe livesof children,overthe
livesof the elderly,andoverthe livesof peoplecalled“disabled.”

WhenI wasa childin a littletownin Ohio,bothamongthechildrenand
theadultsin mydailylife,therewerepeoplewhowerewhatyouwouldcall
“labeledpeople.”WhereverIwentinmytown,Iwaslikelytoseepeoplewith
some kind of disability.When I was a child, those people lived in the
homeland.As I grewup,thosepeopledisappeared.Somethingreachedinto
thecommunityandtookthemaway—literally.Youcangoto mylittlehome
towntodayandwalkaroundandnotseeanyofthelabeledpeoplewhoused
tobepresentaspartofoureverydaylife.Theempiretookthemaway.Wehad
ahomelandfromwhichweexiledhundredsof ourpeople.Yourcurrentrole
is to get them back. This terrible strugglein which systemshave over-
whelmedandhurtcommunitiesiswhatgivesyouyourjobs.Becauseyourjob
is to try to correctthatterrible,evil thingthathappened.

Thisisastruggleoverwhetherpeoplearegoingtobecitizensorwhether
theyaregoingtobeclients.Theempireisthelandofclients;thecommunity
iswherethecitizenslive.It is a strugglebetweenlivingin aworldof service
or in a communitywherethereis somecare.Systemserviceis second-rate
communitycare.

There’sa wonderfulschlockfurniturestoretwo blocksfrommy home
whichalwayshasbigsignsinthewindowsayingtheyaresellingacomplete
diningroomandlivingroomset for $76.00.
Theotherdaytherewasa rockerreclinerin thewindow or only$79.00;in

{
thecornerofthesignwerethewords,”GenuineVinyl!”It ademethinkthat
serviceis to careas genuinevinylis to wool.

There is a strugglebetween service and care; als$ a struggle over
whetherwearegoingtolivein aworldofcontrolorconse~. Systemsarethe
wayyouorganizethingsifyouwanttohaveveryfewpeop~ controllingalot
of people,Thatis whythe systemis diagramed as a setiofboxeswithone
boxatthetopandlotsofboxesatthebottom—averyaccur@erepresentation
of the empire.

Therearethousandsofwaysofgettingpeopletogether$osolveproblems.
Ourhierarchicalsystemisonlyonewayofmany;it is theone youusewhen

byou wanta few peoplecontrollingthe livesof manypeo le. It is greatfor
fightingwars,runningships,andmakingautomobiles,butit probablydoes
nothelphumanbeingsintheirrelationshipsorcapacities,Ifyouwanttohelp
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humanbeingswiththeirrelationships,capacities,careandcitizenship,you
havetogetthemoutofthesystem.Ultimately,systemsareanti-democratic;
theyare abouta fewcontrollingmany.If I wantto live in a countrywhere
fewcontrolmany,I knowwhereto go. I chooseto stayherebecausethatis
whatI do notwant.I wantAmericato be thehomelandof citizens,of care,
of consent.

The strugglebetweenthe empireandthe homelandgoeson everyday.
Itgoeson inyourpersonallivesandyouarea partof thatstruggle.Youare
alsointhemiddleof thestrugglebetweensystemsandcommunitiesforthe
livesof labeledpeople.Onecandocasemanagementandbe a socialworker
whoseworkwillsystematicallyhurtandinjurecommunity;suchpeopleare,
perhapsunknowingly,theagentsof the empire,diminishingthe authority
and capacityof community.If you are that kind of case manageror case
worker,youneedtobe retrained.Thereareallkindsof professionalpeople
who are agentsof the empire,andwhoseunintendedfunctionis, in truth,
hurtingcommunity.Theotherpossibilityis thatyouareatheartamember
ofthehomelandandyourworkstrengthenscommunitycapacitybecauseit
is mainlyaboutconnectingpeopleto the resourcesandcapacitiesof their
communitiesfor problemsolving.

Letmesharewithyousomeideasthatmayhelpyoudecidewhetheryou
areanagentoftheempireorapartofthehomeland.Theempirehasbecome
tremendouslystrong,butatthesametimeonecanseeallkindsofexamples
of a regeneratingforcecomingforwardfromthe community.Anyonecon-
cernedaboutthe well-beingof labeledpeopleneedsto have as theirmain
purposetheregenerationof communityandthecapacityof communitiesto
acceptthe contributionsof peoplewhohavelabels.

Whatisregeneratingcommunity?Letmegiveyouoneortwoexamples.
A new professiondevelopedin the 1920s.This professionbegan taking
responsibilityforwomen’sbodies.Women’sbodies,fromthebirthofhuman-
kinduntilthe 1920s,werethepropertyof womenandof womenin commu-
nity.Butthisprofessionin thetwentiesbeganto say,‘No, women’sbodies
areourresponsibility”
—justlike the schoolsayingCynthia’slearningto readwastheirresponsi-
bility.

Theprofessionalswerecalledpediatriciansandob-gynmen.Theywere
menlayingclaimonwomen’sbodies.Theprofessionbecameverypowerful,
theirempiregrew.BythetimeIwasborn,theyweresopowerfidandstrong
thattheyhadconvincedmostwomenthatoneoftheworstthingstheycould
do wasbreastfeed.Womenwouldhavebeenembarrassedto saytheyhad
breastfed.Theprofessionmademanywomenthinkitwasaharmfulandbad
thing.Theysweptacrossthe community;theyoverwhelmedthe mindsof
women.Themajorityof womenin theUnitedStatescametobelievethatit
wasnota goodideato breastfeed.

In 1948,in a suburbof ChicagocalledOak Park, there was a young
motherwho tried to breastfeed;shewas eccentric. She couldnot get the milk
toflowsoshecalledherob-gynmanandhetoldherwhythatwasabadidea.
Shecalledherpediatricianandhe toldherwhyit wasa bad idea.Shewas
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I

bull-headed,going againstall the professionaladviceof the empire.She
huntedarounduntilshefoundan olderwomanwho stillrememberedhow
to makethe milkflowandthiswomanhelpedher.Thena neighborof the
youngwomansawherbreastfeedingandcameoverandtalkedtoherabout
it.Theneighbordecidedtobreastfeedhernewlyarrivedbaby.Becausethey
werebothdoingthisagainstthewisdomofthepediatricandob-gynempire,
theygaveeachothermutualsupportby gettingtogetherandsharingtheir
feelingsaboutbreastfeeding.Otherwomenin OakParkheardaboutthem
andsaid,“Couldwejoin you?Thoughwe’retoldwe shouldnotbreastfeed,
wedonotagree.”Sotheyformedamutualsupportclub.Otherwomenheard
thewomen-inthecommunitysaying,“Theempire’swrong!Professionalsdo
notknow! We shouldre-claimourbodies!”

It spreadlikeWilWlre,notonlyacrosstheUnitedStatesbutaroundthe
world.Therearenowthousandsof theseclubsaroundthe world.Theyare
calledtheLecheLeague;“leche”isSpanishfor”themilk.”Aroundtheworld,
womenaregettingtogether,sharingandaffhningthe powerofthecommun-
ity and of womenover theirbodies.So we knowit is possiblefor people
workingtogetherat the communitylevelto resistthe empireandtake its
authorityandprivilegeawayandbringit backHome.

Anotherexampleishappeninginyourfieldwheretherearepeoplewho
are regeneratingcommunityby stealingpeoplewith disabilitiesfromthe
empireandbringingthembacktothehomeland.Ihaveaskedpeoplewhoare
engagedin this activityto write me about their experiences.RecentlyI
receivedaletterfromawomaninLouisville,Kentucky,whowouldbecalled
a “socialserviceprofessional”by thepersonwhohiredher.However,sheis
likethewomenin theLecheLeague.Shehasmadeherjob intosupportfor
the communityby stealingpeoplefromthe systemandbringingtheminto
communitylife. Shewroteme abouta teenagernamedTyronewho is not
givento speaking,so he saysnothing.She foundTyronein a grouphome.
Group homes are small versionsof the empire. She tried to ascertain
Tyrone’scapacitybecausemostpeoplethoughtTyronecouldn’tdoanything.
AfterwatchingTyrone,shedecidedthathehadawonderfulabilitytorelate
to animals.She lookedaroundTyrone’scommunity,in his homeland,and
founda littlepetstorecalledPetsGalore.

The womanwroteme as follows:
“I wentto PetsGaloreto seehowTyronewasdoing.Tyronegoesto the

pet store to help feed the animalseach afternoon.He goes there three
afternoonsaloneandtwoafternoonswithoneof ourworkers.Tyroneloves
to go andmy assistanthadreportedthateverythingwasgoingwell.When
I arrived,Verna,the womanwho ownsthe store,escortedme to her oi%ce.
Whenwe walkedin, therewasa hugecat lyingon the floor.Vernaturned
aroundandyelled‘Tim, Tyronelet the catoutagain!’

“I immediatelybeganfeelingveryanxiousaboutTyroneandhisbehav-
ior. She began the conversationby saying that they were having some
problemswithTyrone.She saidthatTyronetriesto waterthe ratsandhe
camot getthetubeinthewaterbottlecorrectlysoit sometimespopsoffand
drownsall the babyrats.Also,theyhavea Cokedispenserandcandybars
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fortheirstaffanditoperatesonanhonorsystem;youleavemoneyinthebox.
TheydiscoveredTyronewas drinkingfourto five Cokesa dayandhelping
himselfto the candy and not puttingany moneyin the box. Well, I was
listeningto all of thisasa humanserviceworker.I wastryingto figureout
howtofixitbecauseIthoughtshewasjust abouttotellmethatTyronecould
not comeanymore.

“I toldVernathatwe couldtakecareof thingsandMimi,myassistant,
couldtrainTyronetodowhatshewantedhimtodo,andwewouldmakesure
he didnot takeanymoreCokes.

“Vernasaidtheyhad alreadytakencareof the Cokesituationbecause
theyclosedandlockedthedoorwhen~one camein.Thatmadesensetome.
ShewentontotellmehowproudTyroneactedwhenherodeinthetruckwith
herotherworkersandhowherespondedbettertomenthantoherandMimi.
She saidhe cutsup withthe men.A fewtimescustomershave askedhim
questionsandhe eitherpointsor leadsthemtothedeskfortheappropriate
thing.Theyhavelearnedtounderstandhisgesturesandwhenhegoestothe
stepsandmakesa soundhe is askingif he shouldgo downstairs.

“Shetoldmea storyabouta manwhohadknownTyronein school.He
cameintothe storeandcommentedtoVernathathe couldnotbelievehow
politeandfriendlyTyroneactednow.He askedhowVernahaddoneit.

“VernasaidthatshethoughttheycoulddobetterwithTyronethanwe
couldwithourstaffbecauseourstaffwantedhimto be perfectandwanted
him to do more than he was capableof doing.She said that Tyronegets
obstinatewhenyou pushhim.Listeningto thiswoman,I realizedthatwe
viewedTyronefromdifferentperspectives.VernaseesTyroneforwhatheis;
he is not perfectby anymeans.In fact,he makeslots of mistakes,but the
peopleat the petstoreadaptto him.TheyseeTyroneas anindividualand
as important;it is obviousthattheycareabouthim.

“I realizedthat Mimi and I had looked at Tyrone’sinadequaciesas
problemsneedingto be freed.This,of course,is the classicexampleof the
professionalrole.1toldVernathatshe was absolutelyrightandI triedto
explainaboutthehumanservicementality.I toldherthatweneedtolisten
moreto citizenslikeher.Vernawenton to saythatallhandicappedpeople
neededwastobeinvolved,likeTyrone.Involvedincommunity,likeTyrone.
Vernawasproudthatshewasapartofsomethingthatwasgoodforpeople.”

Everytimesomethinglikethishappens,I learnfromit.I amlearningto
trustcitizensmore.I feelmorehopenowfor the fiture. I seehoweasyit is
toactascitizensratherthanasprofessionals.TyronegoestoPetsGalorefive
afternoonsaweeknow.Everydayhegoesalone.Soheishome.Henolonger
has a social serviceprofessionalhelpinghim. Tyrone does not need the
empireanymore.

It is goodto remindoneselfof whatcomposesthecommunity.All these
associationsand groupscontrolledby peopleratherthan managers.You
haveto bringa Tyroneto someonelikeVernain orderforTyroneto havea
place.You cannotbringhim to a system.We have no room for Tyroneat
NorthwesternUniversitybecausewe area system.Vernawasableto find
room.
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I livedhalfmy life in a littletownin WisconsincalledSpringGreen.I
talkedtofourpeopleinSpringGreenandaskedthemtotellmeaboutallthe
groupsthere.Thisisatownof 1,700people,800ofthemadults,mostofthem
married-400 families.ThefourpeopleI talkedtogavemethenamesofthe
groupstheyknewof.Thisaddedupto 88groups.If 400familiescreatethis
many=oups (actually, therearemorethan100),thenpeoplewithdisabili-
tieswholive in SpringGreenarein a contextrichwiththe associationsof
community.

Whenpeopletellme,“I’ma communityworker;myjob is to get people
involvedin communitv.I am concernedaboutthe communityand people.

, withdisabilitiesor labeledpeople,”I thinkimmediatelythatthisis where
theyare-in thecommunity,Theyknowthe leadersof thesekindsof local
groupsand arethemselvesinvolvedin thesekindsof associations.This is
whatI thinktheyaretalkingabout.

But often I find that what they reallymeanwhen they say they are
involvedin communitywork is that they attendagencymeetings,which
consist of people from the empire meeting together and talking about
community.Thisis notcommunity.

IfIwere tomeasureanyagencydealingwithpeoplewithdisabilitiesthat
wasdedicatedtogettingthemhomeagain,I wouldaskeverysingleworker,
“Howmanypeoplewithdisabilitieshaveyoubeenaround,intouchwiththis
week?”Iftheansweris“none,”thenmyansweris,‘You ain’tserious.Youare
kiddingyourself,yourclients,and/orthecommunity—becausethis iswhere
the communityis.”
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CHAPTER Ill

Content and Politics of
Case Management

by AlIanBergman

A
~ * phenomenalamountof change is occurringin our society,and
particularlyin servicedeliveryto peoplewith the label “developmentally
disabled.”

RichardFerris,formerChairmanof theBoardof UnitedAirlinesmade
a statementthat is as pertinentto the areaof servicedeliveryas it is to
aviation.Hesaid,“Theoneconstantinsocietytodayischange.”Mostpeople
in theirprofessionaleducation,be it socialwork,psychology,specialeduca-
tion,rehabilitation,oroutsideofhumanservices,didnotreceivecoursework
on how to copewith this constantstateof flux. Consequently,whatoften
happens is that people become institutionalizedin their ways of doing
problemsolvinganddeliveringservices.Howfortunateit wouldbe if there
were a magicformulatodayon how to be preparedfor rapidchange,but
perhapsthebestsolutionavailableistoacceptthefactthatmostofwhatwas
learned in formal educationand in training experiencesis likely to be
irrelevantto the taskat hand.

Whydidyoupaysomuchfortuition?Orwhyareyoustillpayingoffyour
studentloan?It isbecausesomanyjob descriptionsstipulatethatyouhave
tohavecertaininitialsafteryournameinordertodothework.Increasingly,
thatpremiseis beingchallengedaroundthe countryandis beingreplaced
by a statementof competenciesthat peopleneed to have to accomplisha
mission,oncethatmissionhasbeenidentified.Thisshiftis a muchneeded
changein the businessof humanservices.

The formal beginning of service systems for people with so called
“developmentaldisabilities”began in the late ‘40’s and early ‘50’s and
precipitatedawholenewbeginninginhowwethinkaboutMCQ ity.This
communitysystemwasactuallybegunbythoseparentswhodidnotwantto
placetheirfamilymembersin a statefacilitycalleda publicinstitution.

Wehavecomea longwayin 35yearsandperhapswe shouldreflecton
howfastwe are changing.In 1976,a majorfederallegislativeentitlement
calledSS1was passed.Thatwas neverin the visionof the earlypioneers,
advocates,parentsandprofessionals.SS1stipulatesthatyouareentitledto
acashgrantinthiscountryjustforbeinghereandbeing%everelydisabled.”
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We got it!And alongwithit, accessto Title 19,Title20, foodstampsanda
wholeseriesof “empire-latentservices.”Now,severalyearslater,we have
gonefroma 26-yeargapto aten-yeargap.Thisstartedin 1980whena new
thrust centered around employment,preferably integrated supported
employment—whichseemsto indicatethatSS1hadbeena disincentive.It
washoldingpeoplebackfromthenewvalues,thenewchange.Hopefully,by
thetimethisCongressconcludesitsbusiness,amajorpieceoflegislationwill
havepassedwhichwillnotallowSS1to continueasa disincentivetopeople
in theirbecomingemployedandearningwages.

Theresistanceto thischangeby the federalempirehasbeen phenome-
nal. Theresistancehasnotbeenasgreatinthefield,althoughtherehasbeen
some.Therealresistance,however,hasbeenintheSocialSecurityAdmini-
stration.Ithada wholeseriesof forms,policies,andproceduresin placeto
administera cashgrantassistanceprogram,as wellas accessto Medicaid
andotherservices.The perceivedrealitywasthatall the peoplereceiving
thosecheckswereunemployable.Then,a groupof “up-starts”camealong,
usuallyin universitysettings,showinga correlationbetweena scoreon an
IQtestandanindividual’sabilitytobeeconomicallyproductive.Weshowed
thempeoplewithdisabilitiesworking, andtheestablishmentbelievedthat
thosewerethe exceptions.Theythoughtthat somethinghad to be wrong.
Obviously there was an inaccurate diagnosticwork-up. Such was the
attitudeof the SocialSecurityAdministrationin the early1980s.

Now,theyhavefmally’%oughtinto”thenewconcept.Legislationpassed
whichwill no longertake away Medicaid,medicalassistanceand health
insurance,if, in fact,thepersonwithdisabilitiesbecomesemployedandno
longermeetsthe financialeligibilitycriteriafor SS1.We have convinced
peoplein enoughplacesaroundthecountrythat,in fact,severedisabilityis
not synonymouswithdependenceor unemployabilityor daytraining,day
activity,workactivityorshelteredworkshops.Thisispartofthechangethat
is occurring;a fascinatingchangeanda fascinatingopportunity.

Peoplein humanservicesshoulddo somereadingoutsidethe fieldand
devotea littletimeto thebiggerworld.A largerperspectiveis importantin
thefieldofhumanservicesandintheareaofdevelopmentaldisabilities.We
areonlyasmallpartofsociety.Itishelpfultoknowwhatelseisgoingonand
whatotherpeoplearethinking.PublicationssuchasFutureShock orThird
Wauegive usabettersenseofwhatelseishappeningintheworldwherewe
all liveandhowwe,in ourpreferredvisionof thefuture,needto be serving
peoplewithdevelopmentaldisabilitiessotheycanlive,learn,workandplay
in theirrespectivecommunities.

Rapid,rapidchangeis occurringandit is exciting!
Forexample,theterm“casemanagement,”liketheterm“client,”WAS

a goodterm.Certainlytheprinciplesintendedweregood.Thattermreally
cameaboutasa resultof thePanelforMentalRetardationin 1962—along
timeago.In 1974,it was incorporatedinto the DevelopmentalDisabilities
Act,andithasalsobeenapriorityissueunderfederallegislation.Weshould
stopandthinkabouttheimplicationsoftheterm,”casemanagement.”How
manypeopledoyouknowtowhomwehaveattributedalabelreallywantto
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beknownasacase,andhowmanyreallywanttohavetheirlivesmanaged?
Languageis averypowerfultool.Whatdoesthattermcommunicateto

those outside of our system? If we say to a citizen that we are “case
managers,”whatmighttheirperceptionof thatbe?We needto call it what
it is, or whatit shouldbe, andthatis “servicecoordination.”If yougo back
tothePresident’sPanelof 1962,thereasongivenforneedingcasemanagers
was that we were beginning to develop a variety of service agencies,
mechanisms,andpublicfimdingstrainsfor peoplelabeledas developmen-
tallydisabled,andthereneededtobecoordinatorsandsomeonetohelpfolks
accesstheseservices.As we continueto clarifi our values,it is becoming
clearthatthistaskrequiresafacilitatorandanenabler—anegotiator.Most
of us didnotget a lot of professionaltrainingin howto do thosethings.

The disciplineof socialwork has come a long way from the original
conceptsof thecaseworkandcommunityworkof JaneAddams.Sheknew
whatservicecoordinationandcommunityintegrationwereallabout.Butas
I understandit frommyfriendswho areprofessionalsocialworkers,there
are only threeprogramsin the countrytoday at the universitylevel that
teach communityorganizing,communityintegration,and communityac-
cessas majordisciplinesin the schoolof socialwork.

Anotherproblempresentin manydisciplinesis thatuntilveryrecently
there has been a lack of discussionabout accountabilityand outcome,
particularlyin the fieldof humanservices.Thisis a luxurythatwe canno
longerafford.Thebillpayersandpeoplewhoreceiveservicesarebeginning
to say, “It doesn’tmakea difference.”Didn’tit makea differencethatwe
spentX milliondollarslastyear?Thisis bigbusiness.At thefederal,state,
and countylevelswe are now spendingaround20 to 25 billion dollarsa
year—taxpayermoney+mdevelopmentaldisabilities.Itmaynotbeenough.
Onereasonwhythereis a lotof wasteandinefficiencymightbebecausewe
are stillstrugglingwithwhy we do it. The answeris in the Developmental
DisabilitiesActwherewehavedeclaredthevalues.Theyaresimplein some
ways—independence,productivity,andintegration.Thisisnolongerphilo-
sophicalrhetoricmouthedbyrebeladvocates.Thisisthelawoftheland.All
servicestopersonswithdevelopmentaldisabilitiesmustresultinincreased
independence,increasedproductivity,andintegrationintothecommunity.
Thatis the law.

Servicecoordinatorsbecomeacriticalelementinhelpingpeopleachieve
thoseoutcomes.Butwhathashappenedin thenamesof technology,andof
goalsandobjectives,is thatwe havetendedto focuson independenceand
productivity.Wehavedoneverylittleinreallygettingintothecornmunity—
arealcommunity.Inmoststates,the“community-based”deliverysystemis,
in fact,just that,A base-it is notthecommunity.Wehavesetup a system
whichis oftenisolated,segregated,andonlyminimallyconnectedwiththe
restof the community.

Life is a seriesof contracts,choices,andconnections.A womannamed
BethMountdevelopedsomethingcalled“thecommunitycontactmap.”To
developthismap,youareaskedtothinkaboutandplotyourlifeexperiences
andpeoplecontactsoverthecourseofa sevendayweek.Takethatsamemap

I
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andthinkaboutsomebodyyouknowwhoisin“thesystem”,whohasalabel,
andeitheraskthemor plotoutto thebestof yourknowledge,the contacts
theyhave.Mostof us,whenwefinishthatmap,havelistedanywherefrom
100 to 500peoplecontactswithassortedkindsof lifestyles.Mostpeoplein
the system have no more than 8 to 15 contacts,or if they have done
exceptionallywell, they could have 25. And, almost exclusively,those
contactsareotherpeoplewithlabelsandpeoplewecalled“paidstaff.”That
is not community.Thatis notreal community.

Thechallengeof thenextdecadeis notto stopdoingwhatwe aredoing
in termsof competenciesandfunctionalskillacquisition,butthechallenge
is togetseriousabouthowto doitbetter.Dowereallyknowhowto getinto
theneighborhoodassociation?If improvementsdonotoccur,it is question-
ablewhetherpeoplearesignificantlybetteroff andwhetherwehavereally
achievedwhat this businessis all about.Peopleneed fi-iends,and people
needconnections.

A good exampleis an agency from Colorado.Administratively,they
decidedto get out of the grouphome business.They realizedthat eight
peoplelivingtogetherwithstafTwasnotthepreferredwayforpeopletolive.
Theyarenowprimarilyusingapartments,somesmallduplexhousing,but
in most cases,peopleare eitherlivingwith one or two otherpeoplewith
supportstaffwhomaybe there24hoursa day,or aslittleasanhoura day,
dependingon the real supportneedsof thatindividual.It is not a facility-
basedmodel.Whatisevenniceris thatpartoftheresponsibilityof thestaff
is to helpmakeconnectionsin the neighborhoodwherethesepeoplelive.

ThereisaparticulargentlemannamedSamwholivedintheinstitution.
His fatheris elderly,andseveralyearsagohe wasoneof thosepeoplewho
wasde-institutionalizedto thegrouphome.Hisfatherwasworriedaboutit
(hismotherwasdeceased),buthe said,“Okay,we’llgive it a try.”A couple
ofyearslaterthesameagencycamealongandsaid“Wethinkitwillnowbe
betterforSamto livein anapartment.”Sam’sfatherwasnotthrilledabout
that,buthavingsometrustinthestaff,hesaid,“Let’stry.”Aftersixmonths
of livingin hisnewsituation,Samwasbeginningtohavesomeproblems.A
staffig wascalled,butthiswasnottheusualkindof stafllngwitha group
ofpaidstaff.Generally,itisthosewhohaveaninvestmentinthispersonwho
cometo thetableto dotheproblem-solving.In thiscase,manyotherpeople
hadbecomeinvestedin Sam—peoplein thecommunitywhohaddeveloped
relationshipswithhim. Twentyof thosepeoplecameto the staffhg. Only
seven of the people at the table were paid staff. They did some non-
traditional,humanserviceproblem-solvingbecausedifferentpeoplein the
neighborhoodmade suggestionsand agreedto assumeresponsibilityfor
certainactivitiesandcertainfunctions.Whenit wasall over,Sam’sfather
wenttothedirectorandsaid,“IguesseverythingisgoingtobeokayforSam.
Idon’tneedtoworryanymore.”That’spowerful.Intermsofthesecurityand
stabilityissueswithwhichparentsdeal,Sam’sfatherhasseenthathisson
hasasupportsystemoffriendsandneighborswhoarenotpaidtobeinvested
in his life,buthaveCHOSENto be his supportsystem.

Thiswonderfulexampledoesnotmeanthereis no roleforpaidprofes-
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sionals.Thereisplentyofworktobe done,butroles,missions,andtasksare
rapidlychanging.If it isclearthatthepurposeofservicingistobe aservant,
usingMcKnight’sparadigm,we mustanswerthe question,“Whomdo we
serve?-the empire,ortheindividualwiththelabel?”All of us,butparticu-
larlycasemanagers,servicecoordinators,and socialworkers,mustdirect
loyaltiesand responsibilitiesto the personreceivingservices.Clearlyin
orderto dothis,casemanagersor servicecoordinatorscannotworkfor the
entitythatrunstheprogram.Thereis aninherentconflictof interest.“The
boss”hastokeepthesixbedsinthegrouphomefull,orthefiftyspacesinthe
shelteredworkshopfull,andthatiswhatfacilitymanagershavetodo.Itcan
bea realtug-of-wartryingtodeterminewhomyouarereallytheretoserve:
the budgetsandneedsof the agency,or the people?The people.If you are
clearon that,the restcomeseasily.

To emphasizewhyweneedtobecomeseriousaboutintegrations,about
friendships,aboutrelationships,letus lookat someof the datafroma Lou
Harrispollconductedin 1985,examiningpracticesrelatingto peoplewith
disabilities.These data clearlyindicatethat progresshas been made in
termsof independence,productivity,andcommunityintegrationforpeople
withdisabilitiesduringthe last twentyto thirtyyears.However,here are
someof the otherconclusions:

DisabledAmericansparticipatemuchlessoftenin a hostof social
activitiesthanotherAmericansregularlyenjoy,includingwatch-
ing movies,plays,sportsevents,andgoingto restaurants.Nearly
two-thirdsof allAmericanswithdisabilitiesdidnotgo to a movie
in the pastyear.(Harris,1986)

Someofusdidnotgotoamovielastyear,butwedidit asaconsciouschoice.
It is probablethatmostof the peoplewithdisabilitieswereneverprovided
with the opportunityto go to a movie.That is very different.Peoplewith
disabilitiesarethreetimesmorelikelythannon-disabledpeoplenevertoeat
in restaurants.Three-fourthsof peoplewith disabilitiesdid not see live
theatreor a live musicperformancein the pastyear; for the non-disabled
population,it wasonlyone-third.Theseare statisticallysignificantdiffer-
ences.

Disabilityalso has a negative impact on vital daily activities like
shoppingfor goods.A muchhigherproportionof personswithdisabilities,
thanwithoutdisabilities,nevershopin agrocerystore.Howmanyofusbuy
foodfromtheinstitutionalbulkfooddeliverysystems?Creatingprocedures
whichreduceopportunitiesfor communityexperiencesareoftenviewedas
necessaryforthelogisticalorganizationofgroupliving.However,thepeople
wholiveingroupsituationsaretheretoacquiretrainingforindependence-
andyettheymaynevergettheopportunitytogo to thegrocerystorewitha
real shopping list. This is sometimesthe consequencewhen logistical
organizationsupersedescriticalgoals.This may be done with the best of
intentions,butrememberthatwearein atimeofacceleratingchangewhich
presentssomeofthemostexcitingopportunitiestoaccomplishthepreferred
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visionofthefuture.Thoseofyouwhohavechosentobethecoordinators,the
facilitators,theenablers,willbepivotalinseeingthat,tothegreatestextent
possible,we increasethe opportunitiesfor people to chooseand to have
control over their own environmentthrough empowermentactivities.
Empowermentdoes not imply total independence.None of us are totally
independent.We areall inter-dependent.Thistermsuggeststhe abilityto
exert greater control over one’s own life. That is what independenceis
about-decision-making,choices,reduceddependencyon someoneelse to
determinewhat is best for you and to do things for you. Sometimes,the
helpingprofessionsparadigmcreateswithinusaneedtobeneeded.Wehave
torethinkthatandmakesurethatit isnotabarrierinlettingsomebodygo,
or in givingpeoplethe opportunityto grow,develop,and makemistakes.
Mistakesareallapart ofnormalgrowthanddevelopment.Itdoesnotmean
doingsomethinginsanelike takingsomeonelabeledprofoundly,multiply
impairedandtellingthemto takethebus asa wayof gettingindependent,
sayingWood luck!”. That’sperverse.But it doesmeangivingpeoplethe
opportunityin a REALsettingto makemistakesandto developproblem-
solvingskillsthatresultfromthosemistakes.

Wemustthinkthroughtheprocessto thedesiredendproduct.Whatis
the outcome?Whyarewe spending25 billiondollarson thispopulationin
this country?I think we know now.As we changemodels,we must con-
sciouslyavoidgettinglockedinto one model.With changesoccurringas
rapidlyas they are today,we can be sure that today’sUtopianmodel is
tomorrow’sModelT. Thatis howfastwe are learningnewapproaches.

Wemustbe clearon ourmissionandon ourvaluesto avoiddisruption
asservicemodelschange.Relinquishingmoreandmorepowertotheperson
we arebeingpaidto serveis a reasonfor celebration.Manyof the services
whichwerepreviouslybeingpaidfor arenowbeingdoneby the individual
orby thecommunity,friends,neighbors,andco-workers.Thisbecomesthe
challengeto the system-the challengeof strategicplanning.This must
becomethe goal of servicecoordination.If we are clear on that, then it
becomeseasier for agency directors,directorsof staff developmentand
directorsofcontinuingeducationtodeterminewhatskillsandcompetencies
must be developedin workers so that they can accomplishthe desired
outcomes.

Clearlyone of the thingsin whichwe needno moretrainingis paper-
work.Thegoalsofservicescoordinationdonotincludesittingatadeskfilling
outforms.We do needpaperwork,but the questionis howmuchandwhat
kind?Valuesshoulddeterminehowwespendourtimeandwherewe spend
ourtimeas servicecoordinatorsandcasemanagers.If the majorresponsi-
bilityisintegrationandcommunityconnection,thatcannotbeaccomplished
sittingbehind a desk in an office. It is accomplishedby workingin the
community,by connecting,by facilitating,by buildingrelationships.There
are many examplesof peoplewho made differencesin someone’slife by
organizingsomenewrelationshipswithpeoplewhowerenot paidto have
thatrelationshipwitha personwitha developmentaldisability.Thatis the
challenge.Thatis the opportunity.I thinkwe knowwherewe wantto go.
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Service coordinatorshave the opportunityto be major instrumentsof
change,to assurethatpeoplewithdevelopmentaldisabilitiestrulybecome
membersofourcommunitiesratherthanmembersof specialcommunities.
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PM ADTCR IV

The Search for One-
Stop Shopping

by RobertMcDonald

E dmonton,whereI live,hasthreemajorclaimsto fame.One,it is the
capitalof theprovinceofAlberta.Two,it is,withWinnipeg,Manitoba,one
ofthetwocoldestcitieswithoverahalfmillionpeopleinNorthAmerica.And
three,itisthehomeofWestEdmontonMall,whichisapparentlythebiggest,
andprobablythemostextravagant,indoormallonthecontinent.Ona day
inJanuaryor February,whenit is 40degreesbelowzerooutside,youcould
go there. You coulddo all your shopping,haveyourcar repaired,eat at a
sidewalkcafe,takein a movie,go skating,visitan amusementpark,ridea
submarine,andplayintheartificialsurfofthewavepool- allwithoutgoing
outside. It maybe the ultimatein one-stopshopping.

I,personally,findit toobig,toonoisy,toomucha symbolof conspicuous
consumption,andI nolongergothere.Andthat’simportant,too. I havethe
choiceofbuyingmygoodsandserviceslocally,fromwhomeverIwishtobuy
them.

Thingsarenotsoeasyin myexperienceforpersonswithdisabilities,or
fortheirfamiliesoriiiends, whentheyarelookingfol appropriateservices.
Thereare fewrealchoicesandcertainlyno one placeI can go, if I wish,to
arrangefor all the servicesI need. WhatI willbe discussingis whatsome
advocacygroupsin AlbertaandBritishColumbiaaredoingaboutthat.

C=? Management’?
‘Ibsomeextent,Canadaand the U.S.A.are two countriesseparatedby a
commonlanguage (my apologiesto Winston Churchill). We have two
difTerentpoliticalsystems,andthedifferencesinterminologycanbeconfus-
ing.

Forexample,Ihearverylittleaboutcasemanagementorcasemanagers
in Alberta. Thismaybe just aswell,sincethe termis redolentof outdated
attitudes.Noonelikestobethoughtofasacase,andmostpeopledonotwant
to be managed. If whatcasemanagersreallydo is “servicecoordination”,
that soundsbetterbut I have not heardthe term used much in Alberta,
either.
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I do have some experiencewith case workers in Alberta. I have
developeda theorythat the title “case worker”refers to peoplewho are
workingatservicecoordinationbutwhocannotquitemanage.Thismaybe
partlydueto:

(a) lackof concern. Somepeoplejust don’tcare,butmostdo. They
mayhowever,be frustratedbecauseof:

(b) lackof time. “Case”loadsaremuchtoogreat.Workersmayalso
be hamperedby:

(c) lackof skills. Thiscanusuallybe corrected.Whatis more
difficultto changeis:

(d) lackof authority.Caseworkersare lowpeopleon the totempole.
Ultimately,theirsalariesandtheirjobs dependmoreon pleasing
theirsupervisorsthanon pleasingthosepeoplethattheyare
there,in theory,to serve. He who“paysthe piper”will sooneror
latercallthe tune.

If personswith disabilitiesand their families are to be adequately
served,moreofthepowerandmoreofthemoney,whichis themajorsource
of thispower,needto be in theirhands. Whatthoseadvocacygroupsthat
I will be talkingaboutare proposingto do, is to put the controlof service
planningandcoordinationinto thehandsof theconsumers.

MyinvolvementinthismovementbeganwithaworkshopwhichIhelped
toorganizeinFebruary,1985.Representativesoflocaladvocacygroupsand
serviceproviderswerebroughttogetherto analyzethepresentsystemand
toproposewaysto improveit. WeknewthatAlbertaSocialServiceswasin
theprocessof puttingtogethera five-yearplanforRehabilitationServices,
andwewantedtobe preparedtoparticipatewhetherornotwewereinvited
to do so. We calledit ProjectBlueprint.

Thiswas the first time,to my knowledge,thatgroupsconcernedwith
mentalandphysicaldisabilitieshadevenbeenbroughttogetherinthisway.
It was surprisinghow muchconsensustherewas aboutthe natureof the
problem. We all agreedthattherewas:

(a) a lackof knowledgeaboutservicesavailableandaboutthe rights
of disabledpersons,bothon the partof professionalsandof the
handicappedpersonsandtheirfamilies.

(b) a lackof services,especiallyin outgoingareas,andinappropriate
use of limitedresourcesforbricksandmortar,ratherthanfor
directserviceto individuals.

(c) a lackof flexibilityon programmingto fit the strengthsandneed
of individuals.This I call the ProcrusteanBedSyndrome.The
GreekgiantProcrusteshad a bedwhichhe saidwouldfit allhis
“guests.”In fact,if his victimsweretooshort,he wouldstretch
them. If theyweretootall,he wouldshortenthem. In the
moderncase,the programis thereandif the individualcannot
adaptto it, it is the individual’sproblem. Thereis alwaysthe
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choiceof movingontosomeotherprogram’swaitinglist,or of
havingno serviceat all.

(d) a lackof continuityandoverallcoordinationwhichresultsin
servicegapsandin diMicultyin gainingaccessto existingserv-
ices. A serviceexistshere,anotherthere,stillanotherone
somewhereelse. Oneis federal,oneis provincial,anotheris
private,withlittleseriouseffortto makethemall meshtogether.
All of the servicesevolvedwithdifferentcriteriafor eligibility
(i.e.,reasonsfor rejection).Therun-aroundfor individualsand
theirfamilieswithno oneto guidethemthroughthe mazeis
frustrating,dehumanizinganddebilitating.

Even more surprisingthan the consensuswhich developedaboutthe
nature of the problemwas the degree to which the participantsat the
workshopcoalescedaroundtwo elementsof a solution:

—

(a) Individualizedfunding,attachedsomehowto the personbeing
servedandnotto a program.Thiswouldgivethe personwith
disabilitiesthe powerof a consumerin a freemarket;

(b) A mechanismfor overallcoordinationof servicesfocusingon an
individual,notgroups. Theoriginalideawasan entityof some
sortwhichcouldactivelyseekoutpersonsin needof service,build
a servicesystemaroundthem,andremainwiththem,if neces-
sary,fromcradleto grave.

Buthow? Or who?Anewgovernmentdepartment?Acommunity-based
superagency?Visionsofbureaucraticnightmaresarise.Wedecidedtoform
a committeeto workit out.

Whilewewerestumblingalongin thedark,weheardwhattheparents
oftheCommunityLivingSocietyofGreaterVancouverweredoing.Wealso
learnedof the existenceof the independentliving movementwhich had
grownupamongpersonwithphysicaldisabilities.TherewasanIndepend-
entLivingCenterin Calgary,our sistercityto the south.

We obtainedfundingfromthe Edmontonregionalofficeof SocialServ-
icestodosomeresearch.Theideawastolookcloselyatboththecommunity
livingandindependentlivingmodels,pickout the elementswe liked,and
designa modelappropriateforEdmonton.Whatwefoundis thefollowing.

CommunityLiving
The CommunityLivingSocietyof GreaterVancouveris thebrain-childof a
groupof parentswhohadchildrenresidingattheWoodlandsInstitutionin
the suburbsof the city.

Thegrouporiginallycametogethertoseewhatcouldbedonetoimprove
conditionsat Woodlands,but someparentsrapidlycameto the conclusion
thatthebestthingtheycoulddo for theirchildrenwasto removethem.
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Theyapproachedthe BritishColumbiaMinistryof HumanResources
and received permissionto take five individualsfrom Woodlandsand
fundingtoestablishtheminthecommunity.Thosefiveindividualswerenot
necessarilythemostobviouscandidates.Therewassomesuspicionthatthe
governmentchosethemin theexpectationthatthe experimentwouldfail.

It did not. The parentsinvolvedwerecommittedandwell-motivated.
Theyhadasetofvalueswhichemphasizedthedignityoftheindividual,and
theyhadaclearideaofthesafeguardsnecessaryforsuccessfulreinstitution-
alization:

W A F~D POINT OF RESPONSIBILITY
Thisis theCommunityLivingBoard,theexecutiveandadministrativearm
of the Society. From the point of view of the individualentering the
community,this freedpointof responsibilityis representedby the broker,
employedby the board and assigneda numberof persons. The broker
coordinatestheserviceplanning,estimatesthecost,negotiatesthefunding
and arrangesthe services,then re-assessesand rearrangesas necessary.
Theindividualremainswiththesamebrokeraslongasbothareassociated
withthe Board.

(B) FOCUS ON THE IND~uAL
All planningis centeredontheindividualandinvolvesthatindividualand
all key playersin his or her life (family,friends,advocates,professionals).
The emphasisis on strengths,ratherthan needs,and on the individual’s
preferences,desiresanddreams.Theaimis notto “fix”the individual,but
to create an environmentwhere he or she can blossomand develop. It
naturallyfollowsthat if planningis individualized,fundingmustbe indi-
vidualizedas well.

(C) PERSONAL SUPPORT NETWORK
EveryindividualservedbytheBoardmusthaveapersonalsupportnetwork.
Ifno naturalsupportnetworkoffamilyandfi-iendsexists,thefirstthingthat
must be done is to establishone. The membersof the personalsupport
networkare involvedin the planningof services,and providecontinual
supporttotheindividualasfriends,advocates,andmonitors.Itisacardinal
ruleofcommunitylivingthatthemembersofthepersonalsupportnetwork
musthave accessto the individualtheyareinvolvedwithat all times.

Thus, a model has been developedwhich is individualized,ensures
coordinationandcontinuity,andhasbuilt-inchecksandbalances. It has
functionedwell since1979;therehavebeensomefailures,but notmany.

Nonetheless,therearesomesignificantflawsin thesystem,atpresent:

(A) LACK OF ACCESS TO GENERIC SERVICES

It wasthe intentionof the foundersof the CommunityLivingSocietythat
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“hard services”would be providedby community-basedagencies.Being
unsuccessfulin negotiatingthekindof servicestheywanted,theybeganto
buytheirownhousing(3-personresidencesarethenorm)andlaterontoset
uptheirowndayprograms.TheBoardnowhasaLivingArrangementsarm,
and a Day Programsarm with a staff of 40 to 50. These two arms are
administrativelyindependentfromthebrokeragearmoftheBoard,butthe
potentialfor conflictof interestsstillexists.

(B) LACK OF TRULY INDMDUALIZED FUNDING

The Boardhas neverbeen able to obtainfundingfromthe provinceon an
individualizedbasis. It receives two block grants i%omthe Ministry of
HumanResources—anadministrativegrant,andaprogramgrant—which
it allocatesto the individualsit serves.Ultimately,however,an individual
whoisnothappywiththeservicesprovidedcannottakehisorhermoneyand
go somewhereelse.As longasthissituationexists,he or sheis notreallyin
the driver’sseat.

(c) REsTmcTED CLIENTELE

The Boardhas devoteditself over the years to bringingresidentsof the
Woodlandinstitution,allofwhomarepersonswithmentaldisabilities,back
to thecommunity.Ithastriedoneunsuccessfidexperimentwithpersonsin
thecommunitywhohadneverbeeninstitutionalized,buthasnevertriedto
servepersonswithothertypesof disabilities.

Theseshortcomingsareaddressedbythesecondmodelwhichwestudied
closely,thatof the CalgaryAssociationfor IndependentLiving.

IndependentLiving
TheindependentlivingmovementaroseintheUnitedStatesaspersonswith
physicaldisabilitiesbegan to organizethemselvesinto advocacygroups.
Independentlivingseemsto meana lot of thingsto differentpeople,but it
generallyreferstithe empoweringofindividualstotakecontroloftheirown
lives,to live autonomouslyandto participatefullyin society.Adherentsof
this movementsee themselvesas consumersseekingthe same rights as
otherconsumersin the marketplace.

In Canada,anindependentlivingorganizationis definedasonewhich
is consumer-controlled,cross-disability,non-profit,and which promotes
integrationand full participation.Their functionsshould be to provide
informationandreferral,peercounselingand advocacy,andto encourage
the developmentand improvementof servicesin general.The Calgary
Associationfor IndependentLivingconcentrateson brokerage. As in the
Vancouvercommunitylivingmodel,the focusis on the individual,but to a
greaterdegree.Thebrokerworksfortheindividual,notthesociety,andis
involvedonlyto theextentthattheindividualwishes.Thebrokermayonly
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provideinformation.Heorshemayalsohelpindefiningtheservicesneeded,
in preparingthe cost estimates,and in negotiatingthe funding and the
serviceagreements,but only if the individualbeingservedwantsit. The
importanceof personalsupportnetworksis alsorecognizedandthebroker
will facilitatethe settingup of sucha network,if askedto do so.

TheAssociationprovidesno “hard”servicesandinsistson individual-
ized funding. It will not acceptblockprogramfunding. This has been a
problem. The onlyreadilyavailablesourceof individualizedfundingis a
provincialprogramcalledAssuredIncomefor the SeverelyHandicapped
(AISH),whichgenerallyprovidesonlybasiclivingcosts.TheAssociationhas
a cross-disability,zero-rejectionpolicy. The onlyconstrainton this is the
prioritygivento preventingunwantedinstitutionalizationandto assisting
personsto leaveinstitutions.

This model adheresabsolutelyto the principleof individualchoice,
refi.messpecializationon the basisof labelsand strictlyseparatesservice
planningandcoordinationfromserviceprovision.It is a modelwhichhas
been used mainly with persons labeled as “mentallyalert,” and in my
experience,representsarealchallengetothefamiliesofpersonswithmental
disabilities,where the “dignity of risk” presents much more of a risk.
Realistically,in thecaseof personswithseverementaldisabilities,choices
willhavetobemadebythemembersoftheirpersonalsupportnetworks.But
themembersof thesenetworksneedtobe constantlychallengedto seekout
and to respect the preferencesof the individual with whom they are
concerned.

Where do we go from here?
Whatis stillmissingis:

(A) A MODEL DESIGNED TO SUIT THE NEEDS OF INFANTS,
AND YOUNG CHILDREN WITH DISABILITIES

If familieshavethesupporttheyneedtokeeptheirchildrenathomeandto
integratetheminto local schoolsandcommunityorganizations,therewill
neverbe aneedto tryto fittheirchildrenbackintothecommunitylateron.

(B) A MEC~SM FOR INDMDUALIZED FUNDING

Governmentand privateagencieshave a vestedinterestin maintaining
blockfundingfor programsand services,Fromthe government’spointof
view,blockfundingis simplerto administerandmakesit easierto impose
artificiallimitsonexpenditures.Privateservice-providingagenciestendto
seeindividualizedfundingasathreattotheirfinancialsecurity,sincetheir
overallrevenueswouldbedependentonhowmanypeopletheycouldattract
to theirservices.Bothgovernmentandprivateagencieswouldbe forcedto
dotheirplanningfromthebottomupratherthanfromthetopdown.Inshort,
theywouldlosepower.Nonetheless,thereare precedents,e.g.,individual
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grants forpre-schooleducationof childrenwithsevereormultipledisabili-
ties;theAssuredIncomefortheSeverelyHandicappedprogramreferredto
above; and the HandicappedChildren’sServicesgrants availablefrom
AlbertaSocialServicesto parentsof childrenwith disabilitieswho need
financialsupport.Inaddition,ourgovernmentnowappearstohavecommit-
ted itself to individualizedfunding for personsbeing moved from large
institutionsintothe community.Thechallengeis to expandtheseexisting
sourcesof individualizedfunding.

(C) A MEC~SM FOR IDENTIFICATION ~ m~~
A disability,actualorpotential,maybe detectedatdifferentstagesin life-
atbirthorinfancy,atschoolage,orevenlaterasaresultofillnessorinjury.
Whenthishappens,theindividualsinvolvedandtheirfamiliesneedmoral
supportandinformationabouttheirconditionandaboutavailableservices.
InAlberta,noonehastheresponsibilityto seethatthiskindofvitalsupport
is provided.All toooften,peopleareleftentirelyto theirowndevices.With
luck,theymaystumbleontosomeonewhocanhelp,ortheymaynot.Itseems
to me that the public health system is in the best position to provide
informationandreferral.Theusualexcusefornottakingonthisroleis that
somesortofviolationofindividualrightsmightbeinvolved(translation:we
do notwantto createa demandthatwe wouldthenhaveto fill).Untilthis
problemis solved,advocacygroupsandbrokerageagencieswillnotbe able
tofunctionoptimally—theycamot servepeoplewhodonotknowtheyexist.

The Vision and the Reality
Myvisionofthefutureis foramultitudeofindependentbrokerageagencies
in more or less free competition.They would be run by persons with
disabilitiesand/ortheir familiesand advocates.They might receivecore
fundinghornpublicor privatesourcesfor administrativecosts.Therestof
theirfundingwouldcomefromtheindividualstheywouldserve.Theywould
be prohibitedfromofferinganyhardservices,exceptperhapson a tempo-
rary,emergencybasis.

Hardserviceswouldbe providedbyanothernetworkof agencies,public
or private,functioningon similarprinciples.

Thereality,atpresent,isthatvariousgroupsaroundtheprovincearein
the processof establishingbrokerageagencies.The governmentsetup an
oi%ceinJanuary,1986,withpowersto approveandfiredcommunity-living
projects.(It is calledtheBureauforIndependentLiving,therebyaddingto
the confusion).Someservice-providingagencieshavejumpedon the band
wagonby developinginternalbrokeragestructures. One such agency,at
least,hasalreadyreceivedapprovalandfundingfora project,eventhough
the Bureaufor IndependentLivinghas yet to make public any criteria,
standardsor procedures.Onecanonlyhopethateverythingwillbe sorted
outsoonerratherthanlater. Inthemeantime,theonlythingtodois toforge
aheadby whatevermeanspossible.
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P.S.—toCase Managers
Someof the ideasexpressedabovemay seemthreateningto you. Remain
calm.Your role is (or oughtto be) to enable,to facilitateand to empower
personswith handicapsto take controlof their lives to the very greatest
extentpossible.Ifyouaregoodatit,nothinginmyvisionofthefutureneed
worryyou.Infact,if myvisionbecomesreality,youwillbe allthemorefree
to do yourjob asyouwouldwantto do it.

Update
Sincethispresentation,theEdmontonCommunityLivingSociety,ofwhich
RobertMcDonaldis a chartermember,hasbeencreated.Ithas developed,
under contract with the CommunityResource ManagementBranch of
AlbertaSocialServices,a modelfor an independentbrokerageservicein
Edmonton,has receivedfundingand is now in operationas a brokerage
agency.

CopiesofthedocumentEdmonton Community Living Society: Proposal
for Brokerage Service, Edmonton,June30, 1987,maybe requestedfrom:

WilliamWinship,Manager
CommunityRehabilitationPrograms
AlbertaSocialServices
EdmontonRegion
11748KingswayAvenue
Edmonton,Alberta C5GOX5
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whoisdifferent?I proposetoletyou,thereader,decideasI unfoldtoyouthe
entirestoryof my life.

Imarriedlateinlife(37),anditwasafirstmarriageforbothmyhusband
andme.AtthattimeIhadthreegirlfriends,allofwhommarriedlateinlife,
and all of whomgavebirthto healthy,bouncingbabies.Therefore,it was
with great excitementand expectation,when at the age of 39, I became
pregnant.At thattimeIhadneverheardoftheterm“mongoloid”whichwas
theprevalentwordforDownSyndrome,norwasI awareof thestatisticsof
olderwomenhavinga firstchildbornwithDownSyndrome.Therefore,on
August27,1955,therewasmuchjoy andexcitementin the Pendlerfamily
when Lisa was born. However,my girl friendsand my sister-in-lawwho
came to the hospitaland saw Lisathroughthe glass door of the nursery
apparentlyhadnotedimmediatelythefacialcharacteristics,andit isonlyin
retrospectthatI recallwonderingwhytheywerenotas excitedas L

Humannaturebeingwhatitis,onetendsnottorememberwhatonedoes
notwantto, so again,it wasonlyin retrospectthatI recalltheobstetrician
telling me that my pediatricianwould talk to me. I also recall now the
pediatriciantellingme duringthe firstthreemonthlyvisits,“Let’sseehow
sheisdoingnextmonth.”However,themostinsistentofmythreegirlfriends
keptsubtlysuggestingthatI seeherdoctorwhenI complainedaboutLisa’s
slow suckingreflex. I was alreadybeginningto have a gnawingfeeling,
which I couldhave done without-had someonespokento me in a kind,
knowledgeable,and sensitivemanner immediatelyin the hospital.My
husbandscoffedat the suggestionthat I see anotherdoctorand proposed
thatweconfrontourpediatricianatournextappointedvisit.I wishedI had
listenedto himasI wouldhavebeenspareda devastatingexperience.Aaa
cautionto wives-sometimes ourhusbandsdo knowwhatis bestfor us!

Mygirlfrienddrovemetoherdoctor,sosurethatshewasdoingtheright
thing.Thereensuedone of the mostheart-rendingand devastatingemo-
tionalexperiencesin myentirelife.Thisverycold,“professional”pediatri-
cian examinedLisa,holdingher by the SCM of her neck like a plucked
chicken,andproceededtousemedicalterms,whichIhadneverheardof,and
thenpointedto the significantcharacteristicsof “mongolism”,suchas the
shapeof her neck,the formationof her hands and eyes. He immediately
suggestedthatsinceshewasa girl,andI wouldencountermanyproblems
withher,I shouldgo homeanddiscusswithmyhusbandthe possibilityof
placement.

Needyou be surprisedat my trauma,since at the very worst, I was
expectinghimtotellmethatperhapsshehadsomeproblemwithhertongue
thatwasinterferingwithhersucking;certainlynothinglikethis!Sowhere
wassomeoneformetoclingtoatthatmoment?Myfrienddrovemehomein
a stateof completeshock.Whenmyhusbandarrivedathome,I relatedthe
story,amidtearsandhysteria.We talkedandcriedandtalkedagain.We
evendiscussedtheprospectofplacement,butbothagreedthatwewouldgive
it time,andshouldit appearthatLisacouldnotfunctionin societyfor lack
ofservice,oreitheroneofuscouldnottakeitemotionally,thenwewouldface
thatissue.
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I recallso vividlyMac’sfirst questionto me: “Betty,we did not know
yesterdaythatLisawasmentallyretarded.Tellme,is shelesspreciousto
youtodaythanshewasyesterday?”Iamfortunatet.obeapersonwhoisvery
honestwithmyself(andothers),andperhapsbecauseI comefroma middle
classbackground,myimmediateanswertohimwas,“yes,d...it”.Therewent
my dreamsof havinga college-bounddaughter.

Thenextfewnightsaswetalkedaboutthecoldness,thebrutality,and
inhumanemannerofthatdoctor,andaboutthepossibilityofplacementand
thathorriblephrase,“puttingaway,”we alsotalkedaboutwhereto go and
whomto call.I couldseemyhusbandagonizingasmuchas L I cannothelp
speculatingnowhowvaluableathird,objective,sensitivepersonwouldhave
helpedduringthispainfulperiodbeforewe returnedto ouroriginalpedia-
trician.

Be that as it may, we finally did see our pediatrician,who was very
annoyedat mebecauseI didnottrusthimenoughto cometo himfirst.He
toldusthathewasfullypreparedtotellusthathissuspicionwasconfirmed,
andthathe plannedto tellme all aboutthe conditionand referme to the
AssociationforRetardedCitizens.Tohisdefense,Imustaddthateveninthe
hospitalrecordsthey had a questionmark next to the word “mongoloid”
becauseoffamilialfeatures-I haveslantedeyesandmyhusbandhasashort
neck.

OurjoyandexcitementendedwhenLisawasthreemonthsold,andIhad
to cometo fullgripswiththeknowledgethatIhavea childwhois different.
It isatthistimethatparentsneedsomesenseof sanityandbalanceintheir
lives. Some sense of perspectivehas to be createdto help us reach the
adjustmentsthatwill enableus to viewourselvesas parentsandourchild
asachild.Weneedsomeplacetogoinconfldencetohelpusshapeourfuture.

There ensueda flood of emotionswhich hit me everydayin varying
degrees.1rememberhowmyhusband,Mac,lookedat mein horrorwhenI
confessedto him thatwhen I was giving Lisaa bath in the bassinethow
temptedIwastofillituptothetopwithwater,orhowI wastemptedtothrow
thebothofusintothesubwaypitasIbroughthertothedoctorforsubsequent
examinations.Canthereaderenvisionthehorrorandfearof parentswhen
thesethoughtsrunthroughtheirmind:the fearof beingpunishedby God,
the inexorableguilt everytime you kiss or hug your child? I had to wait
almosttwo years to find that these emotionsare quite commonwhen I
chanced upon some literatureon the subject.There was an article by
Wolfsenberger(1970)who at that time was workingin the KansasState
Schoolanddidaresearchstudyonparents’reactionstotheimpactofhaving
a childwhois mentallyretarded.He says:

Thereis an infinitevarietyof initialor earlyreactions,alarm,
ambivalence,anger,anguish,anxiety,avoidance,bewilderment,
bitterness,confusion,deathwish,depression,despair,disbelief,
envy,fear,frustration,grief,guilt,hopelessness,helplessness,
impulseto destroythe child,mourning,over-identification,projec-
tions,rejection,self-blame,self-pity,shame,shock,trauma(p. 330).
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I submit that at one time or another I experiencedevery one of the
aforementionedemotions;I was veryjealous of my threegirl fi-iends,not
wishingthemto have had a childwho is handicapped,but the “why-me?”
syndromelingeredforalongtime.Ihavealreadyalludedtosomeoftheother
emotions.

It wasa fewyearslaterwhenI returnedto schoolthatI readan article
by Solnit(1961)aboutthemourningprocess.Hetalkedabouthowa parent
mournsoverthebirthofachildwhoishandicappedasifthechildweredead,
untila resocializationperiodsetsin. He goeson to saythereis no timefor
workingthroughthe loss of the desiredchildbeforethereis a demandto
investin thenewandhandicappedchildas a loveobject,andhereis where
the physicianor a socialworker’sresponsibilityto facilitatethisprocessis
needed.DidIhavetowaitthreeyearstolearnthis?Indeed,acasemanager
couldhavetakenon the rolethatSolnitdescribes.

Further,inthebeginning,weneededadviceonhowtotellthegrandpar-
ents,friends,andneighbors;howtotalkaboutit withoutbreakingdown.It
seemsquite ironic that it was we, the parentsof the child who is handi-
capped,whohadtoputourfriendswhowerebraveenoughtovisitus,atease
withtheirdiscomfort!Thatwas anotherrole in whichwe couldhave used
guidance.PerhapsI am askingtoo much of a case manager,but as I am
reviewingmy life to pinpointdificult periods,I recallthis issueas not an
easyone,andonewe hadto dealwithandovercome.

MacandIbothtussledwithouremotions.Weweredeterminedtofollow
the philosophyof WilliamJamesto act “as if a thing were so.” We were
determinedtotryto liveasnormala lifeaspossiblewithintherealityofthe
situation.Myinnerangerneverleftme,but it wasthis constructiveanger
thatgavemetheimpetustostarttheballrolling,andwhichalsobeganwhat
I calledmy “battlewithsociety”:the encompassingcommunity,neighbors,
friends,professionals,andsociety-at-large.I becamemyowncasemanager
byimrnediatelywritingaletterto theAmericanMedicalAssociationdeplor-
ingthelackof educationonthepartof doctorsin speakingto parents.I am
notsuremuchhaschanged,butat leastI feltbettergettingit offmychest!
Ididjointhelocalchapter,NewYorkCityAssociationforltetardedCitizens,
which at that time did not have too many servicesbut did have parent
meetings.I recallwith whatutter amazementI viewedthe smileson the
facesoftheotherparentsatthesemeetingsthinking,“Howisthatpossible?”
ItwastherethatI learneditwasparents,notprofessionals,whobecamethe
casemanagersfor us newparents.Littledid I knowthatI wasto followa
rewardinglife of casemanagingforhundredsof otherparents.

Aftera fewyears,I wasanxiousto tryfora secondbaby.I confessI had
a veryhardtimeconvincingmyhusband.Althoughgeneticcounselingwas
notprevalentin thosedays,I certainlycouldhaveusedsomeoneto talkto
bothof us. However,I succeededin convincinghim,andonJune26, 1958,
Paulwasbornafternine monthsof the mostapprehensivepregnancyany
motherhasencountered.Itwasduringthisperiod,afterPaulwasborn,that
manywell-meaningfriendstalkedaboutthisbeingagoodtimetoplaceLisa
becauseofthepossibleimpactshewouldhaveonher“normal”brother.The
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commentsweresometimessubtle,sometimesbrutallyfrank,untilyouwere
readyto burst and tell them“mindyour ownbusiness.”However,by this
time,I feltI hadsomeoneto talktointheparentorganization,andofcourse
haddecidedto go onwithourlives.Thiswasoneaddedpressure,however,
I couldhavedonewithout.

FindingAppropriateServices
I havealwaysmaintainedthatto the degreethatsocietyacceptsa person
whois different,the impacton thatperson’sparentsis lessened.I wonder
howmuchhaschangedeventoday.Inthosedays,I foundmyselftakingLisa
to theplaygroundlessandlessbecauseI couldnotstandtheopenstaresof
childrenand parents,and the overtactionsof parentsliterally“yanking”
their child out of the sandboxwhenthey noticedLisa with her obviously
dfierent features.Interestinglyenough,I finallyswitchedto a playground
frequentedby peoplewith few financialadvantagesand there I had no
problem.However,untilI discoveredthat,thepaininsideof me increased.
Wherewassomeoneto helpme talkabouthowto handlethissituation?It
wasn’tuntilmuchlaterI learnedthatmanypeoplefearthatwhichtheydo
notunderstand.Theirreactiontotheunknowniseitherignoringit,laughing
at it, orjust beingunkind.

It is hardforus to realizehowdiverseandfragmentedservicesare,as
thereare someagenciesthatmay dealcompetentlywithone aspectof the
child’sproblem,butknownothingaboutorganizationsandgroupsdealing
withotheraspects.Forexample,thereare physicianswho are at a loss to
referaparentto thenon-medicalcommunityresources,andfamilyagencies
thatdonotknowaboutthespecificproblemsofthechildwhoishandicapped,
asyouwill seefromthe nextcrisisin mylife.

BecauseofmyinvolvementinthelocalchapterofARC,I wasable-toget
limitedservicessuchasspeechlessonsatthattime.I donotmeantodevalue
the servicesobtained,but I still recall the early professionalattitudes
displayed.The helpingprofessionswereonlyslightlybetterthanthe well-
intentionedfriendsandplaygroundmothers.Isubmitthatmanyprofession-
als,evenat thislatedate,communicatein a waythatnegatestheirability
to be of any effectivehelp.Fortunately,I do sincerelybelievethat this is
changingsomewhat,as professionalsare learningto talk WITHparents
insteadof TO parents.

When Lisa was three years old and Paul only thirteenmonths,my
husbandpassedaway,anditwashardto findaprofessionalwhocouldrefer
metothepropersource.Thetypicalsocialworkerwasabletoattempttohelp
me withmy grief,but admittedlyknewnothingaboutmentalretardation.
The socialworkerattheARCtriedfeeblyto helpme withmygrief. I have
a vividrecollectionof havingbeenreferredto a familyserviceorganization
by a goodsocialworkerattheclinicwhereLisawasgettingspeechlessons,
withthehopethatI wouldbe ableto geta homemaker.However,thiswell-
intentionedprofessional,who was very Freudian-oriented,insisted on
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talkingtome aboutotherissues,suchas whyI marriedso latein life,and
whatwastherelationshipmyparentshad.Hegavetheexplanationthathe
hadto knowmeasa totalpersonbeforehe couldcounselmeonmygrief,or
evenhandlethe hard issuessuchas the need for a homemakeror how to
handle my limited resources.Throughlack of knowledgein the field of
mentalretardation,he evensuggestedthatto easemy burden,perhapsit
wouldbewisetothinkofhavingLisaplaced.Obviouslyheturnedoutnotto
be too helpful,eitherwithmy grief,or withhandlingLisa.By the timehe
delvedintomypastlife, I had succeededon my ownto enrollLisain a day
carenurseryaboutwhichyouwillhearsomewhatlaterin thisnarrative.

Somehow,I survived,largelythroughthekindnessandlovingattention
oftheBarberyfamily,wonderfulSpanish-speakingneighborsinmybuilding
whoacceptedLisacompletely,assistedinmybaby-sitting,andgavemewhat
is nowcalled“respite.”It wasthenthatI wasableto go to schoolto pursue
my collegeeducationandgo backto work.Todaywhenpeoplecompliment
meonwhatagoodjob Iappeartohavedonewithbothofmychildren,Inever
fail to saythat I nevercouldhave doneit withoutthis wonderfulfamily’s
support.

However,evenwiththeirhelp,I was stillto encountermy battlewith
societyasIsearchedforprogramsforLisasothatIcouldgobacktofull-time,
gainfidemploymentandpaymyneighborsfortheirlovingservices.Itistrue
thattodaytherearesuchprogramsasHeadStartandotherearlyinterven-
tionprograms,butatthattimeI wasforcedtomaketheroundsonmyown.
I contactedeveryconceivableagency,church,synagogue,and community
center. Speakingabout society’sattitudes,I can vividly recall the body
languageof themanyprofessionalsandadministratorswhomovedslightly
backwardwhenImentionedbydaughterwasmentallyretarded,afterwhich
I receivedeithera flatrefusal,orpoliteexcusessuchas,“althoughtheyhad
noobjection,theyfearedthereactionsofotherparents.”Howmucheasiermy
lifewouldhavebeenifa thirdobjectivepersoncouldhavemadetheserounds
forme, andeliminatedthe horrendousexperienceof suchovertrejection.

Society’sattitudeis so subtlethatevenprofessionalsare not awareof
whatI callinstitutionalizedprejudicetowardthepersonwhois different.I
wishto relatebrieflywhatI referto as my “yellowpad”story.Aftermany
monthsof searching,I finallyfoundone summerschoolprogramrun by a
localcommunitycenterwhichappearedtobe interestedin havingsomeone
whowas“different”in theirprogram.Thiswassurelya far-sightedprofes-
sionallongbeforemainstreaminghad beenknown.I couldnotbelievemy
ears and recall repeatingthe fact that my daughterwas handicapped.I
rememberaskingherwhatI shouldtell theotherchildrenaboutLisa.She
respondedthatI neednotworryaboutthechildren,rather,it is theparents
whoareaproblem.Shecalmlytoldmethatshewasgoingtoexplaintothem
thatjust asGodmadesomechildrenwhodon’thearwell,orseewell,sothey
madesomechildrenlikeLisawhodo notunderstand,andassuredmethat
shewouldhandlethe parents.She didrequestthatI sit in the backof the
classroomfor the first week because she knew the teacher would be
apprehensive.I amhappyto saythatthiswasaverysuccessfulexperience,
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andwe all agreedthatbothLisa andtheotherchildrenbenefited.
Thisexperiencegavemecouragetoapproachthelocaldaycarenursery,

which is fimdedby the Departmentof Social Service. I approachedthe
director,who happenedta know the program director of the summer
program.She appearedto be quiteamenableand approachedthe teacher
whowouldbe in charge.However,sheexplainedto me thatfinalapproval
hadto comehornthe Departmentof SocialService.I wasto bringLisafor
observationthe followingMonday.

I brought Lisa to the nursery where everyonewas playing in the
playground.Thesocialworkerwasseated—withayellowpad.Ididnotknow
thenwhatI knownow:thatmanypeoplewhohavepoorspeechoftentouch
in orderto communicate.Lisawent over to a little girl and touchedher.
Obviouslythesocialworkerinterpretedthisasscratchingher.I wasquick
tonoticethatthesocialworkerwrotesomethingonthatyellowpad,andmy
stomachskippedabeat.Lisa,however,beingassociableasI am,wentover
to anotherlittlegirl and touchedher. Again a notationwas madeon the
yellowpad.I submitthat the Kaopectateindustrygetsrich on us parents
becauseofthesilentblandfacesofprofessionalsastheywriteonyellowpads,
withoutexplainingwhatit is theyarewriting.

Indeed,as we wentinto the officewith the director,the socialworker
expressedherfearthatLisahadexhibitedaggressivebehavior,andthatshe
wasconcernedaboutthereactionoftheparentsoftheotherchildren.I tried
hard to control my emotionsat this comment,but was relievedby the
attitudeof thedirectorwhoexplainedthatsincetheteacherdidnotobject,
perhapstheyshouldacceptLisafor a trialperiod.This is whathappened
and,needlesstosay,Lisadidverywell...but,thatisnotthepointofmystory.
ThefollowingyearPaulbecamethreeyearsofage,whichmadehimeligible
for day care nursery. Since I was so anxious to relieve my wonderful
neighborsof the burdenof babycare,as I had returnedto work,I brought
Paulto thissamedaycarenursery.

Onceagainattheplayground,therewasasocialworker,a differentone
of course,but shehad a yellowpadon her lap.Paul,who was a bouncing,
healthy,chubbyboysawthejunglegymin theplayground.I recallthisday
sovividly(25yearslater-just asIrecalltheincidentofthesuburbandoctor
holdingLisaby thescruffof herneck),andsawPaulliterallyPUSHalittle
boy as he rushedto thejungle gym-and NOTHINGWASWRITTENON
THEYELLOWPAD.I thinkI canrestmycaseaboutunconsciousattitudes
allalongtheway,andtheneedfor someoneto talkto parentsaboutthis—
which we neverhad. Spacedoes not permitmy relatingnumerousother
incidentsof similarimpact,but I willmentiona few.

WhenitwasapparentthatLisaneededsomekindofdentalservice,just
findinga dentistto takecareof a childwhowashandicappedwasdifficult.
Ihadapersonal,closeffiendwhowasadentist.Hewasveryhonestwithme
whenhe confessedthatsincehe hadno experiencewiththispopulation,he
wouldrathernot treatLisa.I knowtodaythe situationis different,as our
localARChasaresourceforsucha service.ButwherecouldI gothentoget

I thisinfomation? LisabytMstimewasenrolledinthespecidclasses inthe

I
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publicschoolsystem,andthisparticularschoolhad dentalservicesfor the
entireschool.WhenI inquiredastowhythespecialclasseswerenotgetting
thisservice,thenurseblithelyresponded,“Thesechildrendon’tsit still,so
wecan’thandlethem”.BythattimeIhadlearnedto successfullycontrolmy
innerangeratsuchphrasesas“thesechildren”,butmyadrenalindidgoup.
I calmly explainedthat my daughterwas entitledto this service, and
impressedthenursewiththeuseof somenamesof importantpeoplein the
schoolsystem.No doubtshefeltthatshebetternottusslewiththisparent
andconsentedto examineLisa’sclass.ThefollowingweekI receiveda note
from her telling me what a “brave soldier” Lisa was after having an
extraction.Needlessto say,I hastenedto writeher andsuggestedthatshe
changehermindabout“thesechildren”—anotherindicationofunconscious
attitudes,whichin this case,led to a lackof serviceas well.

BeforelongIwasconfrontedwiththesiblingsituationwhenPaulbegan
to askmewhyLisatalkedfunny.Fortunately,I wasableto explainthisto
him,usingtheexplanationthatthedirectorfromthefirstsummerprogram
Lisaattendedused.Heappearedtoacceptthat.Iknewinmyheartofhearts,
thatevenat age five,he experiencedthe samesinkingsensationthatI do
whenwewalkedonthe streetandpeoplestared.I rememberhiscomingto
metellingmehewasgoingtopunchourfour-year-oldnextdoorneighborin
thenosebecausehe madefunof hissister.WhileI praisedhimatthetime,
somewhatlaterItriedtoexplaintohimhowpeopledon’talwaysunderstand,
andthatit wasall rightif he felt funnyinside,as evenI feltfunnyinside.I
was awareeventhen that we couldhave used guidancein handlingthis
situation.Fortunatelyforme,becauseof myhonesty,I wasveryopenwith
him andgavehimpermissionto be honestwithhis ambivalentemotions.

I knowthereis no doubtthathavinga childwhois handicappedhasto
affecttheentirefamilystructure.Nomatterhowmuchwe,asparents,think
we arelivingnormally,therehasto be someeffecton everymember,butit
neednot necessarilybe a damagingone.I usedthe word“retarded”quite
freelyfromaveryearlyageinfrontofbothLisaandPaul.Mysonknewthat
Iwasverybusygoingtomeetingstohelppeoplewhoarementallyretarded.
IknowthateventuallyPaultoowouldunderstandthatsocietyhastochange
it’s attitudes.However,I workedhardnotonlyto givehimfreedomto feel
ambivalentabouthissister,butalsototryto makehimhavepositivefeelings
abouther.I receivedunexpectedhelpfromawell-knownTVprogramcalled
“Lassie”abouta boy andhis dog.

Onenightthethreeofuswerewatchingthisprograminwhichthelittle
boy asked his motherif Lassie can catch beavers,to which the mother
replied,“No,dear.”Theboylookedcrestfallen,butthenthemotherwenton
tosay,“Yousee,dear,eventhoughLassiecan’tcatchbeavers,hecandoother
things;everyoneandeverythinghasitsownspecialvalue.”I quicklypicked
upon thisbeautifulphrase,calledit to Paul’sattention,andexplainedthat
thiswaslikeLisa,whomaynottalkaswellashe,butstillhasherownspecial
values.Iwasnotawarethat,attheageof5,he absorbedthis.However,that
summer,thethreeofuswentawayforatwo-weekvacationatafamilycamp
run by a socialagency,and I overhearda littleboy in the cabinnextdoor
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tellingPaul that his sistertalkedfunny. I saw throughthe windowPaul
stampinghislittlefootandsayingrighteously,Well, sheis likeLassie,she
has her own specialvalues.”I thinkI couldhave usedmorethanthis TV
programto helpme withthe siblingissues,I am sure.

The entireareaof public schooleducationfor the childwho is handi-
cappedcouldbe madeeasierwiththeinterventionof a casemanager.Prior
to Public Law 94-142,it provedto be quite traumaticwith waitinglists,
attitudeson the partof principals,teachers,andotherparentsin regular
classes.Onemoreindicationthatnotonlywereourchildrenoutsiders,but
weasparentswereforcedintothiscategoryforourveryeffortstosurvivethis
battle.It is very difficultto attendthe PTA meetingsand neverhear any
concernfortheproblemsof childreninthe specialclasses.Itwasonlywhen
the more activeparentsbeganto organizethe parentsof childrenin the
specialclassesthatweevenhadachancetoexpresstheseneeds.Thingshave
changed!I amhappyto reportthatourlocalchapterof theAssociationfor
RetardedCitizenshasapaideducationaladvocatetowhoma casemanager
couldrefera parentin orderto helptheparentgettherequiredcurriculum
andotherservicesthatIdidn’thave.Infact,IrecallintheearlydaysofLisa’s
educationthatI wasliterallyafraidto asktheteacherhowshewasgetting
along,for fearthatshewouldgiveme negativereportsandnotkeepher in
the program.

WiththeadventofP.L.94-142,thereis agreatneedforparentstoknow
how to use the empowermentthey have under this legislation.We need
adviceonhowtousethesenew-foundrights.Wehaveto learnhowtorefuse
theoften-usedstatementbyprofessionalsthatparentsaretooemotionaland
too closelyinvolvedto be effectiveadvocates.Someof us haveto learnhow
to replyin thepropermannerandto explain,becausewe areso closelyand
personallyinvolved, that is preciselywhy we can make such effective
advocates.Therefore,we coulduse guidancein fosteringour confidencein
ourabilitytoeffectchange.Therearefartoomanyparentswhostillfeelthey
donothaveenoughexpertknowledgeto telltheteacherwhatshouldgo into
their child’s IndividualEducationPlan (IEP).I am gratefulfor the many
parentadvocacycentersthatare doingsucha wonderfuljob dueto recent
legislationwhichSenatorLowellWeickerfoughthardfor.Still,someonehas
to directthe parentto theseexcellentresources.

Recreationalopportunitiesbecame another stumblingblock since I
couldnot take Lisa and Paul to the samerecreationalprograms,even in
termsofa summercamp.WhileI couldfindaninexpensiveagencycampfor
Paul,itwasverydifficultinthosedaystofindonewhowouldacceptLisafor
a sleepawayexperience.Eventually,throughthesocialworkerat ourlocal
ARC,I didlocatesucha camp.Howmuchbetteritwouldhavebeenif there
weresomeonewhocouldhaveanticipatedtheneedsthatweregoingto face
me aheadof time andeliminateso muchanguishon my part.

Not only was it importantfor me and for Lisa to find recreational
programs,whichwereveryfewinthosedays,butalsoinorderformetohave
arelationshipwithPaul,Ineededtimetodothingswithhimalone.Thiswas
diflicult since there were no programsfor Lisa to attend.I think in any
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normalfamilyrelationshipa parentshouldgive eachsiblingprivatetime
(handicappedor not).Therefore,the subjectof respitesoonrearedits ugly
head.HadLisabeenabletohaverespiteforaweekend,PaulandIcouldhave
had our time together.I think I need not remindanyonethat this much
neededserviceis a problemin the humanservicesystemeventoday.Even
in my time, an innovativecase managermight have arrangeda parent
networkor someotherhelpfi.dsituation.

Growing Up
Itisnotmyintentiontopaintadark,discouragingpictureofmylife.Infact,
becauseof my strength,my positiveattitude,and my involvementin the
parentorganization,LisaandI hada relativelystablelife.I wasableto go
backtocollege,aswell.However,I foundthatI, likemostparentsofchildren
whoarehandicapped,tendedtobeoverprotective.Mostparents,evenmore
thanI, becausewe wereforcedto be outsiders,didnot socializewiththeir
formerfkiends.Theydidnotexposetheirchildwhowashandicappedtomore
normalizingsituationsand spentan inordinateamountof timewiththeir
sonordaughterwhowasdevelopmentallydisabled,thusfallingintothetrap
ofbecomingdependentonthedependency.Thereissuchadangerofthisfor
allofus,whichcould,perhapsinsomepart,besomewhatalleviatedthrough
the interventionof goodcounselingvery earlyin this dependentrelation-
ship.Overprotection,undertheguiseof loveforoursonor daughter,canbe
quiteinsidious,andwe parentsneedsomeoneto call this to our attention.
Butwhereandfromwhomwerewe to get suchguidance?

Lettinggo is noteasyfor parentsin general,andcertainlymuchmore
difficultforparentswhohavechildrenwithhandicappingconditions.Wecan
alwaysuse the rationale(or excuse)that preciselybecauseour child is
handicapped,he or she needsus all the more.I rememberquitewell the
torturesI wentthroughwhenI knewthatI hadto teachLisahowtotravel.
IhadtokeepremindingmyselfthatIhadtodothisdespitemyanxiety.Very
oftenouroverprotectionis moreto alleviateourownanxietiesthanit is to
helpoursonor daughter.I washonestenoughto realizethis.I wasaware
ofthesystemthattheNewYorkCityBoardofEducationusedtotravel-train
theyoungadultswhowerein theirspecialclassesanddecidedthatI would
attemptto dothe samething.

Lisawas nearlytwentyyears old, and I was still escortingher to her
SaturdayandSundayafternoonprograms.I knewthatthetimehadcome
formetoteachherhowtofacetheperilsoftheNewYorkCitysubwaysystem,
the subwayriders,the stalledtrainsandtheneednotto talkto strangers.
It was with much trepidationthat I began the program,althoughI was
convincedin myownmindthatsheandherfriendSusie,whomI hadbeen
escortingforatleastthreeyears,seemedtoknowtheway.Theyalwaysknew
exactlyat whichstopsto get off to makethechangeof trainsandon which
streettoturntogettotheprogram.Iexplainedtothemthatsincetheywere
sogrownup,I wasgoingto teachthemhowto doit ontheirown.Theywere
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bothsopleasedindicatingthattheyknewalready!I didexplaintothemthat
forafewweekswewouldleavethehousetogether,butIwouldsitin another
sectionofthetrain.Theybothagainreassuredmethattheyknewandsaid,
‘You’ll see”.Well,seeI did!Iwaspleasantlysurprisedtonoticeonthesefew
tripsthat, indeed,bothgirlsgot up at the rightstopto leaveand proudly
turnedback to look at me. I’m wonderingif secretlyI wasn’ta bit disap-
pointedthattheyseemedto knowit so well - andno longerneededme.

Finallythedaycamefortheirfirstexperienceofactuallytravelingalone,
and my first experienceof almostdying a thousanddeathsas I followed
them,butthistime,withouttheirknowingit. I knewthatin theNewYork
City Schooltrainingprogram,whenthey consideredthe traineereadyto
travel on his or her own, someone- not the usual trainer-followed.The
trainerwouldtellthestudentsthatonthisdaytheyweretobeontheirown,
but unbeknownto them,the followerwouldcheckto makesuretheymade
theirdestination.

SinceI couldnotarrangefora strangerto playthisrole,I attemptedto
doit myselfandhopedI wouldnotbe observed.Secrecyis certainlypossible
in theNewYorkCitysubwaysystemsincethestationsarelongenoughfor
me to standat oneendandstillbe unobserved.Saturdaymorningarrived
and Lisa and Susieproudlywalkedoff towardsthe subway.I bade them
good-bye,explainingto themthatwhentheyreturnedI mightnotbe home,
butwouldreturnshortlythereafter.As soonastheyleftthehouse,Idonned
a hat (I neverwearhats as a generalrule) and borroweda coatfrom my
neighbor,abrightredone,acolorthatIwouldneverwear.Ihopedthateven
if I werenoticedfroma distance,my disguisewouldassureLisathatthis
personcouldnotbe her mother.

Irushedtothesubwaystairs,justafewminutesafterLisaandSusiedid.
I wantedtomakesurethatI wouldcatchthesametrain.I sawthemgeton,
andI pushedandshovedin orderto getinto thethirdor fourthcarbeyond
theirs.Pushingandshovingis quitecommonin the NewYork subwaysso
thisbehaviorwasnotsobizarre.Thetripwasuneventfulanditwaseasyfor
meto seethemthroughthecrowds.I wasquitethrilledto seethetwogirls
reassuringthemselvesaboutwhichstaircasetotakeandatwhichstoptoget
off.Iwasabletoseethattheydid,indeed,gettotheirprogramandtheywere
completelyunawareof me. Fourhours later I had to begin my sleuthing
again.AtdismissaltimeI stoodaroundthecornerfromthecenterwherethe
programwasbeingheld.Isawthemgettingreadytoleave,soIscurrieddown
a differentstaircaseandhidbeneaththestairwell.I wasso intentonbeing
on guardandunseenthatit didnotoccurto methatI mightbe considered
ratherpeculiarasI stalkedinandoutofthestairwell,andnodoubtreceived
plentyof strangelooksfromthe othersubwayriders.Finally,I heardtheir
voices,againrepeatingthedirectionsofwheretogetoff,andwheretomake
thechangesforthesecondstop.IknewthenthatIhadbeenunderestimating
themall this time.

I remainedunderthe stairwelluntilthetraincame,andto myhorror,
the firsttrainthatcameinto the stationwasnottheusualone (thefirstof

1-
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mythousanddeaths).WhatshouldI do- shouldI comecleanandcaution
themnot to take this train, or wait and see if they wouldgo in and then
quicklyrunoutandshout,“Savethosechildren!”Ibegantowalkbackwards
so that I wouldnot be recognized,and noticedtwo womenlookingat me
quizzicallyas I hidbehindanotherperson.I breatheda sighof reliefwhen
I heardthemtell eachotherthatthis wasnotthe “D”train,andtheyheld
handsandstoodfirm.Apparentlymyconstantrepetitionduringtheperiod
Iwastrainingthempaidoff.However,theystillhadtomakeanotherchange,
andthereis alwaysthechancein NewYorkCitythatpassengersareasked
to changetrains in mid-stream;the pit of my stomachwas still churning
away.Thenextchangethegirlshadto makewasataverycrowdedstation,
and I almostlost them. I pushedmyself throughthe crowdswith a soft
“pardonme”,andfinallysawthementertherighttrain.SinceIhadtoldthem
thatI wouldnotbe at homewhentheygot there,I didnottakethe chance
ofgettingoffatthe samestopforfearofbeingspotted.I rodeonemorestop
andarrivedhomefifteenminuteslater.Theywerebothbeamingwithpride
anda senseof accomplishmentastheybothsaid,We madeit.”I expressed
pleasureandsurpriseandrelief,as I hadmadeit, too.However,onceagain
I suggestthatperhapsearlyonI couldhavebeendirectedto anexperienced
travel-trainer,as well as advice about the fact that Lisa was far more
preparedfor independencethanI was.I realizedthatI usedtheexcusefor
too longthat strangerswouldtakeadvantageof her, or that she couldnot
manageonherownbecauseIwasnotreadyto“letgo”.Surelyweparentscan
usecoursesin“lettinggo”veryearlyon.Thisisnoteasy,andindeedLisadid
getlostafewtimes.I haveto remindmyselfthatmybehaviorshouldnotbe
motivatedby my desireto lessenmy anxietybutby whatis best for Lisa.

Coming into Adulthood
We have now reachedthe pointwhere Lisa has completedher education
throughthe Divisionof SpecialEducationandis enrolledin the sheltered
workshopsponsoredby ourlocalARC.Sheis feelingquiteindependent.Aa
youcanimagine,bythistimeI amnolongerayoungparent.I getagnawing
feelingasI thinkofwhatisgoingtohappento LisawhenI amgone.Isit fair
to give Paulsuchan awesomeresponsibility?

Thenextproblemsfacingmewerelookingintoresidentialservices,the
needforguardianship,andlifeplanning.Weallhaveadeepconcernthatour
sonor daughterwillhavesomeoneto lookafterhis or heremotionalneeds
afterwe aregone,a sortofparentalsurrogate.Thefearofwhatwillhappen
tooursonordaughterafterwearegoneis aconstantspecterthathauntsus
in spite of the services that are in place. There are all kinds of legal
arrangementsand corporateguardianshipsthat parents need to have
guidancein, so hereis one morerole for a casemanager.

One other area that parentsnever face quite filly or honestlyis the
entire subjectof sexualityas relatedto a personwho is developmentally
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disabled.ProfessorSol Gordon once said that it has taken us years to
convincepeoplethatmostparentsandprofessionalscanhandlethefactthat
peoplewith developmentaldisabilitiesare human,but cannothandlethe
sexualaspect.The over-protectionsyndromeweighsheavilyon the entire
subjectof sexuality,particularlyif it is a femalewho is developmentally
disabled.Thefearof pregnancyandthefearofexploitationofteninhibitthe
developmentof a healthysexualattitudeon the partof eitherparentsor
youngadults.Parentscan use guidancevery earlyon for their conflicting
feelingsaboutthesubject,forinstance,of masturbation.It is hardforthem
torealizethatthiscanbe ahealthyactivitycontributingtothephysicaland
emotionalwellbeingof theirchild.Hereagain,theconflictingandambiva-
lent feelingswhich besiegeparentsof childrenwho are developmentally
disabledcouldbe alleviatedwith early guidanceor directionto a parent
supportgroupon thesubject.Oncemore,I recallmyearlyunfoundedfears
of howI wasgoingto explainthesubjectof menstruationto Lisa.If wehad
someonewhocouldanticipatethisneedon thepartof the parentsbeforeit
occurs,our anguishingmomentscould be very much alleviated.Parents
needhelp in gettingover the myththat peoplewho are handicappedare
asexualor uncontrollable,and thereforewe mustignoretheir sexualfeel-
ings.Thequestionshouldnotbewhetherourchildshouldhavesexinforma-
tion,butwhen,how,andby whom—andforthis,weparentsneedguidance
anddirection.

It wastimefor me to look at residentialservicesvery seriously,andI
knewthatit was importantforbothLisaandmyselfto be ready.Boththe
adultwithdevelopmentaldisabilitiesandtheparentneedto havea readi-
nessprogram.Thisis onemoreexamplewheregoodguidanceis necessary
tohandletheseparationproblem.Parentsrenewtheirsenseofguiltasthey
viewthe“puttingaway”syndromeandonceagaingothroughatumultuous
period.Lisa has been living in a grouphome for eight years now and is
extremelyhappy.However,as I look back at my behavior,eventhoughI
consideredmyselfasoneof thoseparentswhoworkedhardto prepareLisa
for independenceand separation,I saw instancesof holding back and
resistanceto lettingher go. I hadbegunto takeLisato visitvariousgroup
homesrunby thevariousvoluntaryagenciesin NewYorkCity,andit was
shewhosaidtome,albeitin brokenspeech,“I canhardlywaitto moveand
getridofmymother.”Onceagainthoseambivalentfeelingsloomed.Lisawas
travelingmoreor lessindependentlyof me andI no longerhadto pickher
upforprograms,soI didnotfeelthatshewasholdingmeback.I knewthat
Lisa,like all otheryoungmenandwomenin theirtwenties,wouldwantto
moveout and be on her own.As independentas I have tried to makemy
daughterbecome,I believethatI stilldidnotreallywantto relinquishmy
roleastheprotectivelovingmother.Thereis nodoubtin mymindnowthat
this move for Lisa at the age of 23 was the wisest,and most correctand
necessarymoveforus all.

As the movementtowardsgroup homesand independentapartment
clustersgrew,Iwasabletoseefirsthandthegrowthanddevelopmentofthe
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youngmenandwomenawayfromtheirprotectiveparents.I knewI owedit
toLisaandtoPaultofileanapplicationwiththevariousagencies.Ihadsoul-
searchedmyfeelingsandknewthiswastherightthingtodo.I wantedLisa
settledduringmy lifetimeso that I could assisther with any necessary
adjustment.Yet,I confesstoallthattheseveralapplicationssatonmydesk
at homeforonewholeyear,andhereI wasgivingadviceto parentson the
dignityof riskandlettinggo. I wasimmobilefor a wholeyear,andrealized
thatI shouldhavestartedto thinkaboutthepositiveaspectsofhermoving
outwhenLisawasasyoungas fifteenor sixteen.Perhapsthisambivalent
feelingwouldnothaveassailedmeatthispointbutwouldhavebeenresolved
atamuchearliertime.FinallyI didfiletheapplicationandheaveda sighof
reliefwhenI wastoldtherewasa year’swaitinglist.

However,the day finallycamewhen I was told Lisa wouldenterthe
group home in February.She began makingvisits to the facility to get
acquainted.It wasinterestingto hearthereactionof someof myneighbors
whenI informedthemofmydecisiontohaveLisamoveoutonherown,but
theyallperceiveditasmy“puttingheraway”andgentlychidedme.Needless
to say these commentsdid not help my own alreadyambivalentfeelings
aboutwhetherIwasdoingtherightthing.I constantlyhadbutterfliesinmy
stomach.IrecallveryvividlyoneeveningwhenLisa,Paul,andIwerehaving
dinnerjust priorto thedatewhenLisawouldbemoving.Bothofthemwere
havinga good-naturedjoustwithoneanotherwhenPaullookedatme and
voicedthe exactthoughtthatwas goingthroughmy mind.He said,‘Why
doesLisahavetomoveout?Wehavesomuchtogetherness!”Fora moment
Ialmostagreedwithhim,butIhadtoremindmyselfastowhosecomfortand
happiness I was concernedwith and knew that I had to get off this
unbalancedendof the see-saw.

I realizethatthepsychologicaldynamicsof notbeingreadyto letgo are
sosubtlethatweparentsarenotawareofit,butnotuntilitwascalledtomy
attentionwasI awareofhowdeep-rootedtheyare.AlthoughLisawasfairly
independent,still,at the age of 22 I had to take her shoppingfor clothes.
Manya Saturday,whenI preferredtogo to a matineeor a concertwithmy
friendsandIhadtotakehershopping,Irevertedtothe“whyme”syndrome.
Mythreegirl friendswhohaddaughtersLisa’sagewerenotboundto give
up theirSaturdaysfor shoppingas theirdaughterswereeasilycapableof
handling money and buying their own clothes. Therefore,it was with
admittedresentmentthatI performedthistaskandhopedthatmyresent-
mentwasnotevidentto Lisa.

Lisafinallymovedintothegrouphome,andwewereallhappywiththe
decisionandthe adjustment.Twomonthsaftershemovedin, the director
informedmethatsinceLisawasgoingto needlotsofnewclothesfor camp,
theywouldbetakinghershoppingandwanteda listof itemsandhersizes.
Canyoubelievemyresponse?A flutterin the pit of my stomachforcedme
tosay,“Whatdoyoumean,youaregoingshoppingwithher—ILOVEtotake
her shoppingand take her out to lunch!” I blockedout completelythose
SaturdaysthatIresentedsodeeply.Thedynamicsexhibitedherearesubtle.
It wouldhavebeenso helpfulto havereceivedsomeguidance.
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A Role for the Case Manager
TheneedsandgapsneverendandI seenowthatLisais veryhappyin her
grouphome of eightyoung adults.Eventuallyshe will have a need for a
greater degree of independentliving as well as the need to enter the
employmentfieldinsteadof themorerestrictiveenvironmentofaworkshop.
I confessthatalthoughIknowit is therightdirectionforher,I amresisting
it andam,honestlyspeaking,quitefearful.Featherstone(1980)mentions
thatit is veryfrighteningforparentsnowthatthefederalgovernmentand
workshopsare pushingfor newpoliciesthatwill sendour adultsonsand
daughtersintothecommunity.Manyparentsobjectvigorouslyasweworry
aboutcommunityhostility,or thatpersonalfailurewillhurtourchild,and
we worryaboutthe physicaldangerhiddenin theworkdayworld.I hopeI
willnotbe oneof thoseparentswhoobjectvigorously,but as Featherstone
pointsout, it is understandablethat professionals“wantto challengethe
workersastheyseesignsofgrowth”(p.20).Onceagainweparentswillneed
toknowthislongbeforeithappens.If onlytherewerecasemanagerseasily
availablewhocouldnotonlyanticipatethisneed,butourfearandapprehen-
sion,and beginto give us guidanceto overcomethe fearsthat ultimately
interferewiththegrowthof our sonor daughter.

Parentswillneedguidanceto havefaithin the futuredirectionof self-
advocacywhich is growing rapidly based on the actual performanceof
personswhoaredevelopmentallydisabled.Theseyoungpeople,whoprevi-
ouslywereconsideredincapableof benefitingfromeducation,are demon-
stratinginincreasingnumbersthatwithastrongsupportsystem,theyhave
the capacityfor participationin theirownplanningandprogrammingand
can serveon committees.Gold(1972)openedup a newperspectiveon this
subjectwhenhe demonstratedhoweffectivelyhe couldteachworkskillsto
individualsonce consideredtotallyincapableof any part of a production
process.I knowthata fewyearsagothiswouldhavebeenbrushedasideas
totallyunrealisticandconfessto my ownambivalentfeelingsatthispoint.
Thisisawholenewareaforcasemanagerstogiveusparentsfaithinoursons
anddaughters.

I feel that I am beginningto unconsciouslydefine the role of a case
manageras one who anticipatesin advanceall the possibleproblemsand
needsof parentsand their sons and daughterswho are developmentally
disabled.Dickman(1985)mentionedinhisbook,One Miracle ata I’%ne.that
whatis missingis a roadmap,a sortof dictionaryof guidance,whereto go
andwhatto doto getto alltheservicesthata childwhois developmentally
disabledneeds.I cannotbeginto fathomhowsucha systemcanbe putinto
placeandstillgivethe parentthe opportunityto havechoicesandoptions
andnotfeelobligatedto accepttheservicessuggestedbythecasemanager.
ButIwillleavethatuptopeopleinthehumanservicesfieldwhoarefarwiser
andmoreknowledgeablethanI in systemsmanagement.

Hopefullythehumanservicesystemwillhaveanimpactonchangingthe
attitudeofsociety.Ifirmlybelievethattothedegreetowhichasocietyfulfills
responsibilitytopersonswhoaredevelopmentallydisabledandtheirfami-
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lies,somuchlesswillbe theimpactonparents.Wewill,therefore,findthat
havingachildwhoisdevelopmentallydisabledmayindeedbealife-shaking
experience,but notnecessarilya life-breakingone.
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Transition: A Family Process
by DorothyKerznerLipsky

transition,n.: passagefromonestate,stage,placeor settingto
another(Oxford Amen-can Dictionary).

A
~ k the deinstitutionalizationmovementcontinuesb enablepersons
with developmentaldisabilitiesto return to the community,and as an
estimated250,000to 300,000students“ageout”of the educationalsystem
annually,attentionto transitionissues relatedto education,work, and
communityopportunitiesis essential.

Thedefinitionof“transition”notedabovesuggeststhevarietyof mean-
ingsof the word.In this chapter.we areconcernedwithits use in at least
threeaspectsof the livesof personswithdisabilities:in thetransitionfrom
schooltofimthereducationorwork,fi-ominstitutiontocommunity,andfrom
family home to independentliving. In effect,we are concernedwith the
passagefromhereto there.

For many personswith disabilitiesnot only the “here” but also the
“there”isaplaceoutofthemainstream,asettingwhichlimitsopportunities
andinhibitscapacitytogrow,tocontributeandgivetoothers;andtobefill-
fledgedmembersof society.This comesaboutdue to aversion:prejudice,
discrimination,an unaccommodatingenvironment,the ways in which
images about and attitudestoward personswith disabilities(and their
families)becomeincorporatedinto publicpoliciesandhumanservicepro-
grams,and the lack of knowledgeand skills individualswith disabilities
havebeenableto acquire.

While to a growingextent,albeit too slowly,there are analyticand
programmaticeffortstoaddresstransitionissues,professionalsandparents
havebeguntorealizethatafreeappropriatepubliceducationdoesnotinsure
thatyoungadultswithhandicappingconditionsareprovidedautomatically
with vocationaland employmentopportunities.The followingstatistics
illustrateour lack of successin preparingyoung peoplefor work in the
community:

● Qualifkationfor employments an impliedpromiseof American
education,butbetween50 and80 percentof workingageadults
whoreporta disabilityarejobless(U.S.Commissionon Civil
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●

Rights,1983);thesefiguresare confirmedby follow-upstudiesin
Vermont,Virginia,andColorado;
Personswithdisabilitieswho areemployedearnsubstantially
lessthando able-bodiedpersons;
Womenandminoritieswithdisabilitiesearnlessthanmalesand
whiteswithdisabilities(Edgar,Levine& Maddox,1986);
Personswithdisabilitiesare 75percentmorelikelyto be em-
ployedpart-time;
Maleswithdisabilitiestendto be employedtwiceas muchas
femaleswithdisabilities,regardlessof maritalstatus(Hasazi,
Gordon,& Roe, 1985);
Standardfringebenefits(e.g.,sickleave,vacation,insurance)
generallyare notavailablefor personswithdisabilities(Wehman,
Kregecl,& Seyfarth,1985).

Beforeturningourattentiontotheprocessoftransitionanditsmeaningfor
casemanagement,it isessentialtolookatthesocietalcontextwithinwhich
thisprocessoperates,forit isthissocietalcontextwhichdefines,limits,and
challengestheseefforts.Goffman’s(1963)provocativecomment,“bydefini-
tion,of course,we believethe personwitha stigmais notquitehuman”,is
echoed by Ved Mehta (1985) “you see, we are confrontedwith a vast
ignorancein the worldaboutthe handicapped,andtheywouldnot under-
standif we actedlikenormalpeople.”

Increasingly,the earliernotionsaboutdisabilityareunderattack.The
traditionalmedicalconceptualizationis seenaslimitedandlimitingandis
beingchallengedbybothacivilrightsandenvironmentalfocus(Funk,1987;
Hahn, 1987).Indeed,the Congressionally-establishedand Presidentially-
appointedNationalCouncilontheHandicapped(1986)endorsesanenviron-
mentalview,citingtheReportoftheUnitedNationsExpertGroupMeetings
on Barrier-FreeDesign:

Despiteeverythingwe can do,or hopeto do, to assisteachphysi-
callyor mentally,disabledpersonachievehis or hermaximum
potentialin life,oureffortswillnot succeeduntilwe havefound
thewayto removetheobstaclesto thisgoaldirectedby human
society-the physicalbarrierswe havecreatedin publicbuild-
ings,housing,transportation,housesof worship,centersof social
life,andothercommunityfacilities—thesocialbarrierswe have
evolvedandacceptedagainstthosewhovarymorethana certain
degreefromwhatwe havebeenconditionedto regardasnormal.
Morepeopleare forcedinto limitedlivesandmadeto sufferby
thesemanmadeobstaclesthanby anyspecificphysicalor mental
disability(p. 7).

Inthisregard,thefirstnationalsurveyofpersonswithdisabilitiesoffers
a numberof importantinsights(LouisHarris& Associates,1986).
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An overwhelmingmajorityof allAmericanswithdisabilities
(74%)saytheyfeel at leastsomesenseof commonidentitywith
otherpeoplewithdisabilities.And,45%feelthe disabledarc a
minoritygroup;thisfigureis over50%for those44 andyounger.
Nearlytwo-thirdsof thoseof workingagewithdisabilitiesdo not
workalthough66%of thisgroupwantto work.
Limitson individual’smobilityandsocialactivitiesarereported
dueto inadequatetransportationby 49%andphysicalbarriersto
or in buildingsby 40~o.
Overwhelmingmajoritiesfavoruublicandprivateactivitiesto

-“

enabledisabledpersonstojoin (he workfor~e(9590)andto work
betterandcommunicatemoreeasilywithotherworkers(90%).
Nearlyasgreata majority(78%)believethereshouldbe less
governmentspendingfordisabledpersonswhoare ableto work
but donot.

This last set of attitudesis reflectedin one of the major findingsof the
NationalCouncilontheHandicapped(1986).Itstatesthat,“Federaldisabil-
ity programsreflectan overemphasison incomesupportandan underem-
phasison initiativesfor equal opportunity,independence,and self-stil-
ciency”(p. 12).

Theirrationalityof thepresentprogramswaswellexpressedbyMade-
line Will (1985), Assistant Secretary,OffIce of Special Education and
RehabilitativeServices,U.S.Departmentof Education:

SocialSecuritywas createdto enhancethe humandignityof workers,
but as the QueentoldAlice in Wonderland,“WordsmeanwhatI saythey
mean.” In fiscal year 1983,the Social SecurityAdministrationspent 23
billiondollarsin supportpaymentsthatkeptmanydisabledpersonsfrom
working.Across the street, the RehabilitationServicesAdministration
spentonebilliondollarsto restorethesesamepeopleto employment.AndI
noteandunderscorethat’satwentytoonediscrepancy.ThatiswhyI saythe
systemitselfmaybe moredisabledthanthe clientsit serves(P.79).

Leadingjournals and publicationsin the specialeducationfield are
reflectingthis changein perspectiveby publishingmaterialswhich chal-
lenges the currentconfigurationof specialeducation— separate,segre-
gated,andsecondclass(Algozzine&Maheady,1985;Bickel&Bickel,1986;
Gartner&Lipsky,1987;Stainback&Stainback,1984).InreviewingPublic
Law94-142adecadeafteritspassage,oneofits keydrafters(Walker,1987)
writes:

The primaryproblemappearsto be in our assumptionabout
studentsandtheconsequencesfor the organizationsof schools;
thatthesearedistinctgroupsof youngsters,disabledandnon-
disabled,andthusneeddistinctsetsof services,specialand
general,whichrequiredivisionsof funding,servicedelivery,and
organizationalpatterns.

!—
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Theconsequenceoftheseassumptionsareseeninthedenialtostudents
withhandicappingconditionsof autonomyandchoice-making,the charac-
teristicsof personswhomsocietyrespects.Thisfailureis “nota functionor
the disabilitylevel of [the] children ... [but] an outcomeof professional
attitudesandpractices...”(Guess,Benson,& Siegel-Causey,1985,p. 84).

Thesesamedysfunctionalgrowthlimitingcharacteristicsaffectservices
foradults.AssistantSecretaryWill summarizesthe areasrequiringatten-
tionin her openingstatementto a recentconferenceon transition:

Programmingfor transitionrequiressimultaneousattentionto
minimumwageissues,businessincentivesto offeremployment,
equalemploymentopportunity,andeffortsto solvea structural
unemploymentsituation.Itis alsonecessaryto removecontingent
barriersto independentliving,transportation,andleisuretime
(Will, 1985,p. 82).

In summarizingthe societalcontextwithin which the processtakes
place,wenotemajordiscrepancies.Ontheonehand,a limitedandlimiting
physical and attitudinalenvironmentexists, including the servicesfor
personswithdisabilities,not simplyin qualityandquantitybut in genesis
andconstruct,in premisesandassumptions,andin ideology.At the same
time,thereisagrowingchallengefromamongthedisabledthemselves,from
parentsandotheradvocates,andfromprofessionals.Thereis an assertion
of the strengthand wholenessof personswith disabilities:a claimto the
uniquenessof their experience;a mobilizingof disabledpeopleand their
alliesin strongeralliancesto claimbenefitsas a matterof legalright,not
charity;andchallengesfrombothconsumersand(some)providersasto the
natureandqualityof services.

Principlesof Transition
Theparticularsof transitionandsixprincipleswhichmustundergirdthat
processarethe subjectof thissection.Theseprinciplesapplyregardlessof
whetherthetransitionisfromschooltoeducationalorworkoptions,orfrom
institutiontocommunitysetting,orfromfamilyhomctoindependentliving,
Ineachcase,theseprogramsmustbeintheleastrestrictiveenvironmentfor
the individual.Theprinciplesare as follows:

1) Recognitionthattransitionshouldbe consideredan integralpart
of the normalmaturationanddevelopmentprocess.Too often
whatis considered“normal”for the generalpopulationis viewed
as exceptionalwhenit concernspersonswithdisabilities.Justas
the normalstressesandcopingof parenthoodoftenareignored
whenconsideringthe parentsof childrenwithdisabilities
(Lipsky,1985a),so,too,thereis a tendencywhendiscussing
“transition”to forgetthatit encompassesa processotherwiseseen
asnormal.
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2)

3)

4)

5)

6)

Recognitionthatattentionmustbe directedtowardchangingthe
environmentto makeit moreaccommodating.
Recognitionthatwhenaddressingthe individualwithdisabilities,
oneshouldstartwithstrengthsandcapacitiesandbuilduponthe
potentialof mutualsupportbetweenandamongpersonswith
disabilities.
Recognitionthatthe individualwithdisabilitiesis an integral
partof a familysystem,andit canprovidethecontextin which
the individuallives,whoseresourcescanbe abettedandcapacity
andresilienceincreasedin orderto strengthenthe individual.
Recognitionthatthegoalof servicesis to buildindividualand
familystrengthandcapacityratherthanto providea lifetimeof
services.
Recognitionthata solidfoundationcanbe builtwhichrequires
preparationandsupportin school,home,andemploymentset-
ting,andincludesadequateinformation,referral,advocacy,and
socialservicesto secureopportunitiesandservices.

Whiletransitionismanythings,it isnotmovementtoastableandfreed
point.It is notthetransitionto a particularunchangingstate,butrathera
bridge to a range of opportunities:to live, to work, to participate,to
contribute,inotherwords,togivetoandtotakefromthesociety.Aawiththe
populationin general,changeovertimeis to be expectedandencouraged;
thus,“placement”in ajob or livingfacilitymustnotbe consideredtheend,
butthebeginningofalifelongprocess.Thesalienceofthispointisillustrated
in a recentnewspaperreport.Thestorynotesthatincreasingly“companies
aretakingonthemore seriouslyretardedworkersoncethoughtunemploy-
able in competitivejobs” (Ricklefs, 1986, page 35). Unfortunately,this
encouragingnewsisbalancedbythefollowingcommentofanAssociationfor
RetardedCitizensofficialdiscussinga man(IQof 28)as a packerin a local
supermarket,“Mostpeoplegetboredinjobslikethat,butDavidwillbethere
forever...”(p. 35).

In a sense,thetransitionprocessfromschoolto employmentandadult
lifemaybe comparedto thoseof a mountainclimber— withsuccessesand
breakthroughsalongwithway.The difficultmaneuversrequirethatwork
be donein preparationforthe climb;thatis, whilethe individualis stillin
school.Thereistheworkatspecificpointsalongthepath;thatis,atthework
site,college,orcommunityresidence.Andalongthepaththereistheprocess
oftheclimb;theinitialmoves,thetargetsdefinedandrefined,achievements
noted,andnewobjectivesset.Suchis thetransitionprocess.

Accordingto McDonnell,Wilcox,Boles,andBellamy(n.d.):

Forall adolescents,transitionis a timewhenthe securityof
schoolis exchangedfor morecomplexopportunities,risks,and
services;whenfamilyrolesandrelationshipsareadjustedto
acknowledgethe graduatesincreasedautonomy;andwhenthe
clearfocuson learningas a personalandprogramobjectiveis
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normallyreplacedby the adult-orientedobjectiveof independent
performance,productivity,andcommunityparticipation.(p. 1)

Researchrelated to how adolescentsin general make a transitionand
developindependenceis pertinenthere. Thus, for example,most young
adultsfindjobs not as a resultof being“placed,”but throughnetworksof
familyandacquaintances(Wegmann,Chapman,&Johnson,1985);and,as
theyprogressin the laborforce,throughworkcollea~es. Accordingly,we
need to give attentionto “transitionstrategieswithoutformal services”
(Bellamy,1985,p. 11).Thisoccurs,asBellamypointsout,throughactivities
andopportunitiesfor disabledpersonsto participatein familyandfriend-
shipnetworksinthecommunityandtobeapartofthesocialnetworkswhich
“normally”leadmostpeopletojobs.Ineffect,thewaytoincreaseintegration
of disabledpersonsin theworkforceandthe largersocietyin the futureis
to increasetheirparticipationandintegrationin thepresent.

This point is true also concerningcommunityintegrationof the most
severelyimpairedpopulation.Indescribingtheresultsofa programinaunit
at the SyracuseDevelopmentCenter(eachpersonlabelledas severelyor
profoundlyretarded)whoweretakenon a week-longvacationto a popular
resort,BakerandSalon(1986)notethatratherthanwaitingforpersonsto
demonstrateappropriatebehaviorin the institutionalsettingto showthat
theyare“ready”forcommunityopportunities,“integrationitselfisoftenthe
mosteffectivewayof addressingtroublesomebehavior...”(p. 178).

Onemustbeginattheschoollevel.Whilegreatprogresshasbeenmade
intheimplementationofPL94-142,researchindicatesthatformanyofthe
studentspresentlyserved,their educationremainssegregatedfrom the
mainstream.AsWalker(1987)pointsout,adecadeaftertheimplementation
of the landmarklaw,the percentageof studentswithhandicappingcondi-
tionswhoareeducatedinseparatesettingsisnolessthanitwaspriortothe
passageofthelaw,Andevenwhen“mainstreaming”takesplace,oftenit is
truncated,designedmoreto fit the school’sadministrativeneedsthanthe
students’learningneeds,andorganizedin sucha wayas almostto insure
failure(SansoneandZigmond,1986).

Beyondthese problemsin the overall situationof specialeducation,
there are particularsconcerningthe provisionof servicespreparatoryto
employment.Basedonanationallongitudinalstudy,OwningsandStocking
(1985)report:

● nearlytwiceas manyhandicappedasnon-handicappedstudents,
22%versus12%,dropoutof high school;and

● fewerthana thirdof thehandicappedstudentswereenrolledin
anyvocationaleducationprograms.

Otherstudiesnotethe absenceof career-relatedobjectivesandtransi-
tionalplansin IEPs(Cobb& Phelps,1983);and“a lackof counseling and
careerplanningservices,parentinvolvement,comprehensiveworkexperi-
enceprogramsforyouthwhileinschool,andcooperativeprogrammingwith
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vocationalrehabilitationand other agencies...”(Chadsey-Rusch,Hanley-
Maxwell,Phelps,& Rusch,1986,p. 3)

Recently,activitiesdesignedtoaddresstheseissueshavebeeninitiated.
TheOfficeofSpecialEducationandRehabilitativeServicesandtheAdmini-
strationon DevelopmentalDisabilitieshave declaredtransitionfromstu-
dentto adultstatusa nationalpriorityin theirwork.Transitionhasbeena
majorpriorityof MadeleineWill (1984),andboththe 1983Amendmentsto
the Educationof TheHandicappedAct (PL98-199)andtheRehabilitation
Actof 1973(PL93-112)havebeensourcesoffundsformodelanddemonstra-
tion projects(a totalof 109in FY 1984),andthe CarlPerkinsAct of 1984
makesvocationalassessmenta requirementunderits equalaccessprovi-
sions.

There is an assumptionthat studentsin transitionfrom school are
leavinga somewhatorganizedprovidersystemandenteringa complexand
confusingonewhichisnotfullyunderstoodbyserviceprofessionals,parents,
andconsumers.In pointof fact,thereareseveralhundredsofthousandsof
studentsleavingspecialeducationeachyear who requirespecializedser-
vicesto obtainemploymentbuthavereceivedaninadequatebaseforfuture
learningof skillswhichemployersare.increasinglyseeking.Thisfailurein
theeducationof studentswithhandicappingconditionsis especiallyharm-
fi.din the contextof preparationfor work. Not only does it provide an
inadequatebasis for future learning(Richards,1981;Grain, 1984),it is
directlydetrimentalwhentheypresentthemselvesforhiring.Inadditionto
a quality basic education,studentswith handicappingconditionsoften
requirein-schoolpreparationfor the transitionto work,programsof work
experience,work skills preparation,opportunitiesfor community-based
work-sitetraining, adequateoccupationalinformation,and job seeking
skills.Giventhe importancethatinterpersonalskillsplayin employment,
and the realitythat integratedinstructioncontributesto improvedsocial
skills(Johnson,Rynders,Johnson,Schmidt,& Haiden,1979),the limited
extentto whichstudentswithhandicappingconditionsareintegratedintQ
schoolvocationalprograms(EleventhInstituteon RehabilitativeIssues,
1984)is a furtherimpedimentto theirfuturesuccess.

Muchinthewayof additionaldatacouldbe presentedtodepictthelack
or inadequacyof servicesin transition.Forexample,in 1976,asPL 94-142
was cominginto effect,Stanfield(1976)reportedthat 94 percentof those
leavingschool(to a largedegreethemildlyhandicapped),continuedto live
at homewiththeirparents.He concluded,“graduationmarkedthe begin-
ning of a life of relative isolationfrom peers and segregationfrom the
community”(p. 551).A follow-upstudyin 1983in oneof the nation’smore
progressivestates unfortunatelyfound little change (Brodsky,1983).A
recentnationalsurveyofpost-schoolservicesfortheseverelydisabledfound
notonlyfewservicesavailablebutalsoa lackofknowledgeuponthepartof
stateofficialsasto whatwasavailable(McDonnell,Wilcox,& Boles,1986).
Thismayinpartbeareflectionofthelackofprioritybeinggiventothetopic.

Despitethe socialcontextin which issuesof employmentfor persons
withdisabilitiesdevelop,a comprehensivestudyof programsthatprepare
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individualswithdisabilitiesfor employmentindicatesthatsuchprograms
focus solelyon the remediationof deficitson the individuallevel (Lago-
marcino& Rusch, 1987). What is neededprior to an individualfocus is
reevaluationattheorganizationalandsystemslevel.Hereonemustaddress
issuessuchas flexibleworkschedules,job sharing,job analysisandrede-
sign,removalof architecturalbarriersanddevelopmentof anaccommodat-
ing physicalenvironment. Only then is turning attentionto individual
deficitsappropriate.

For example,transportationto work sites, trainingand educational
locations,or recreationandleisureactivitiesis a significantproblem.Yet,
the fundingpoliciesof variousstatesoftenencourageschoolsandrehabili-
tationfacilitiesto providedoor-to-doorbus serviceratherthanto provide
funds for travel training.Also, some programscontinueto behave as if
transportationotherthan to their doorsis not their problem.The public
policy issue of a transportationsysteminaccessibleto those in such pro-
grams,however,meanslimitsontheopportunitiesfortheverypersonsthe
programsaredesignedto serve.Towardtheseends,publicpolicychanges,
individualand groupadvocacy,and politicalactionare appropriatetools
(Handley-Maxwell,Rusch,& Rappaport,1986).

Ecological Perspective
Justaspersonswithdisabilitiesneedtobeseeninanenvironmentalcontext,
so, too,whatis nowbeingcalledecologicalperspective(Chadsey-Rusch&
Rusch,1986)needstohebroughttotheunderstandingoftheworkplace.The
ecologicalperspectiveencompassesthephysical,social,andorganizational
ecology.Thephysicalecologyincludesthearchitecturalandphysicaldesign
of the environmentandjob analysisof the particularrequirementsof the
work.Inthelatter,ifthegoalisregularwork,thenthefocusisonalternative
waysof doingtheworkratherthanontheindividual’scharacteristics.The
socialecologyincludesthesocialbehaviorsandsocialinteractionpatternsin
the employmentsetting.Organizationalecologyconcernsthe institutional
contextof thejob; thetypeofmanagementandsupervisorypatters,organi-
zationoftheworkplace(overallsize,sizeofunits,etc.),salary,benefits,and
opportunitiesfor advancement.

Inutilizingtheecologicalperspectiveintheworkplace,thekeyquestion
relatesto the appropriateintervention.Onemustaddressboththecontext
andtheindividual,aswellastheinterplaybetweenthetwo(Chadsey-Rusch
& Rusch. 1986),rather than interventionstrategieswhich focus “upon
changing the individualwith the handicap (Hanley-Maxwell,Rusch, &
Rappaport,1986).This is increasinglyessentialas reportsindicatethat
individualswithdisabilitiesaremorelikelyto findfailurein theworkplace
asaresultofdeficitsinsocialskillsratherthanjob skills(Brickey,Browning,
& Campbell,1985;Greenspan& Shoultz,1981;Hanley-Maxwell,Rusch,
Chadsey-Rusch,& Renzaglia,1986).Suchdeficitsare also truefor college
graduateswithdisabilitiesaccordingto a reportwhichstatesthatprogram
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participantshave a “lack of socializationskills,sloppinessof dress,poor
grooming,lack of appropriatetable manners (Nathanson,Lambert, &
Trachtenberg,1986).Socialnetworksare of particularimportancein an
ecologicalperspective.Suchnetworkscan reducevarioustypesof occupa-
tionalstress,improvecertainhealthindicators,andimproveadjustmentto
newsituations(House,198I;Karan&Berger,1986;O’Connor,1983;Romer
& Heller,1983).

Whilewefocusedpreviouslyonexamplesin theworksite,anecological
frameworkis an appropriateconstructfor a collegesettingas well. The
norms and cultures of institutionsvary — be they differentunits of a
university(Katz& Rosenthal,1986)or the sametype of institutionwith
differentsponsorship,such as a communitycollege (Apostoli, 1986).A
college’ssenseof itsmissionaffectsbothwhichstudentsit admitsandhow
theywillbe treatedonceadmitted.The socialnetworksat collegesinvolve
fellowstudents,faculty,andadministrators.To theextentthatfacultyare

procedures,theintroductionof personswithdisabilitiesasstudentswillbe
disruptive.As in theworkplace,therefore,anecologicalapproachrequires
attentiontoboththeenvironmentandtheindividual.Whatmaybe seenas
a disabledstudent’sdeficit,requiringindividualremediation,maybe often
overcomethroughaninstitutionalchangel.Ontheotherhand,careneedsto
betakentoassurethequalityofservicesaresuchthattheyactuallybenefit
the individual.Thus,for example,whilea learningdisabilitymayremain
with an individualfor life, skills taughtand copingbehaviorsdeveloped
shouldbe on seriesoflevelssothatatthepost-graduatelevelit is nolonger
necessaryto repeatthe teachingof simpletasks such as trainingin time
management(Katz& Rosenthal,1986).

As we have indicated,mostemploymenttransitionprogramsfocuson
remediationof the disabled individual’sdeficits rather than taking an
environmentalperspective;unfortunately,the same is true in transition
programs which focus on communityliving. A multitude of areas for
individualremediationhavebeendelineatedintheliterature,e.g.,personal
hygiene,self-careskills, food management,socialbehavior,communica-
tions,home living skills,fictional mathematics,recreationand leisure,
communityawarenessand utilization(Rusch, Chadsey-Rusch,White &
Gifford,1985).However,toolittlepolicyattentionhasbeengiventoenviron-
mentalproblems,suchas the lack of availabilityof suitablehousing(Les-
sard, 1982),accessibletransportation(Bikson& Bikson,1983;Clowers&

embeddedin theirdisciplinesand administratorsin traditionalrulesand

—

1MaterialdevelopedbytheHigherEducationandtheHandicappedProjectoftheAmerican
CouncilonEducation,OneDupontCircle,Washington,D.C.,offersvaluablehelpforcolleges
inthedevelopmentofreasonableaccommodations.Amongamyriadofdirectories,themost
comprehensiveisDirectory of College Facilities and Services for the Disabled publishedby
OryxPress.Ofcourse,dependinguponthelimitaconsequentupontheSupremeCourt’s
decisioninGroveCity,collegeswhichreceivefederalfundsarerequiredbySection504ofthe
RehabilitationActnottodiscriminateagainstotherwisequalifiedhandicappedstudentaand
onceadmittedtomakereasonableaccommodationstomakeallprogramsavailabletathem.

,
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Belcher, 1979) or the broader question of autonomy.A review of the
literatureon independentliving notes the absenceof “any definitionsof
independentliving at all” and commentsthat, “at times it may seem as
thoughindependentlivingskillsarerestrictedto theclients’abilityto take
care of personalhygiene needs and make their own beds” (Harnisch,
Chaplin,Fisher,& Tu, 1986,p. 58).Theseauthorssuggestthat it maybe
moreappropriateto “considerhowthe personuses,or the extentto which
theyareabletouse,genericcommunityservicesandwhethertheyhavethe
skillsnecessaryforsuccessfulintegrationintothewidercommunity”(P.59).

Thehighrateofrecidivismamongthosewhohavebeenreinstitutional-
ized(Sutter,Mayeda,Yanagi,&Yee,1980)andthesocialisolationof many
persons(McDevitt,Smith,Schmidt,& Rosen,1978;Schalback,Harper,&
Carver, 1981; Bell, 1976) indicate the long way yet to go toward the
achievementof real independentliving.A place where individualshave
functionalindependenceand actualresponsibilityfor the managementof
theirownlivingarrangement(Lessard,1982),enablespeoplewithdisabili-
tiestogainthephysicalandpsychologicalbenefitsfromhavingarealsense
of controlovertheirlivesandthe environmentsin whichtheylive (Langer
& Rodin,1976).

This point is reinforcedby a recent study comparingthe views of
directorsof twotypesof livingarrangementsfor individualswithdevelop-
mentaldisabilities,betweendirectorsof the morerestrictedsettings(lCF-
MRgrouphomes)andthoseof thelessrestrictedsettings(semi-supervised
individualapartmentsandhouses).Therewasa“cavernousgap’’intheskills
necessarytomovefromthemoretothelessrestrictivesetting,buttheskills
necessaryto liveinthelessrestrictivesettingcanbe learnedthere(Rudrud
&Vaudt,1986).Inotherwords,echoingthepointmadebyBakerandSalon
(1986),thereis no logicto thenotionof waitingfor personsin institutional
settingsto showtheyare ‘ready” for lessrestrictivesettings.

Transition Process
Up to thispoint,we have reviewedbothpartsof the transitionprocess—
first,at theschoolandthenat theworksiteandcommunitysetting.While
there are severalstagesto the transitionprocess2,we now will turn to a
componentoftransitionoftenmentionedbutlittleattendedto,namely,the
contributionwhichparentsandfamilymemberscanmakein thatprocess.

Researchrelatedto strengths,copingpatterns,and needsof families
withmemberswhohavedevelopmentaldisabilitiesisoftendeficient.Atone
level, there is the failureto developsystematicand theoreticalbases for
analysisincludingthecontributionsfromvariousdisciplines,andatanother
level there is the failure to see the individualas a memberof a family

2Forathoroughdiscussionofthetransitionprocessanditsvariousstages,seethespecial
issue,“YouthwithDisability:TheTransitionYears”(19S5).
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(Turnbull,Brotherson,& Summers,1985).Yet, accordingto theory,the
familyis thenaturalcontextforbothgrowthandhealing(Minuchin,1981).
Furthermore,the treatmentof familiesas homogeneousandthe failureto
understandlife cycle issues leads to a one-dimensionalapproachwhich
focusessolelyonthe“problem”.Assuch,itignoresboththefamily’scapacity
and the extentto which it sharesexperienceswith all families(Lipsky,
1985a).

It is notthata familysystemwitha memberwitha disabilitydoesnot
havestressofcourse,it does.Rather,theissueis inthemanagementof and
copingwiththe stress,andtheresourcesprovidedto assistin thatprocess
(Lipsky,1985a).Criticalhere is the need ta recognizethe heterogeneity
amongfamilies,thevariationsoffamilies’needs,and,withinthatreality,to
provideresourcesduringthe transitionprocesswhichincorporateflexibil-
ity. In doingthis, the societal-providedresourcesbuilduponthe families’
strengths,providingsupportiveratherthan substitutiveassistance(Mo-
roney,1981).

Thisperspective—recognizingandbuildinguponfamilies’strengths—
oftenis lackingin servicesand programs.Thus,for example,whilemany
transitionprojectsincorporatea parenttrainingcomponent,the training
focusis ontheprofessionalsastrainer,instructor,andeducatorof parents.
Whatis not recognized(norexpressed)is thatprofessionalshavemuchto
learn from parentsand that both must work togetherin a collaborative
effort.Thefailureof professionalsto seeparentsaspartnersin a collabora-
tiveeffortis a missedopportunityforbothto discoverandunderstandthe
natureof the situationandthe needsof the individuals.Basedon a recent
study of parent involvementin special education,a parent-professional
partnershiprequiresa full sharingof knowledge,skills,and experiences
betweenthe twosetsof players(CSIE,1984).Commitmentto partnership
restsonacceptanceofthebasicprinciplethatthetransitioningstudentswill
makebetterprogressif their parentscan work with professionalsand if
decision-makingis a shared process. Since parents are different flom
professionalsandtheiruniqueknowledgeandcommitmentto a particular
childis essentialinthetransitionprocess,thisspecialcontributionmustbe
givenequalweightin assessmentanddecision-making.

Transitionoffersauniquesetofopportunitiesforparentstobeinvolved.
Beyond their concernsfor their children), as noted above, there are a
numberof strengthsparentshave andcan addto thetransitionprocess:

● Parentswho areworkersknowaboutthe worldof employment
andcanofferinsightsaboutit to theirownchild(ren)andto
others.If thisis donein a systematicway,studentscanhavethe
benefitof knowledgeaboutjobs whichgoesbeyondtheexperience
of schoolandrehabilitationpersonnel.

● Parentsasworkersarepartof ajob networkandcanbe resources
in seekingjobs for theirownchild(ren)andthoseof others.

c Parentsare sometimesemployersandcanhireworkerswith
disabilitiesandencourageotheremployersto do so.

I
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“ Parentscanbe powerfuladvocatesagainstdiscriminationandin
seekingreasonableaccommodationsfor theirchildren).

“ Parentscanjoin witheachotherandwiththe groupsof persons
withdisabilitiesto exertpressureandgainchangesin program,
policies,andlaws.Parentscanreinforceschoolandrehabilitation
efforts.

“ Parentscanprovideemotionalsupportfor the studentin the
oftenstressfuleffortof decision-making,of presentinghim/herself
to prospectiveemployers,facingjudgementand(often)rejection.
Parentscanworkwithpublicinstitutionsto identifyneeded
servicesandestablishnewones.

Parents’involvementis drivenby more than their concernfor their
child’sfuture.Parentsareindirectlyconsumersof transitionservices.It is
parents and family memberswho experiencethe painful results when
transitioneffortsare unsuccessful.They must deal with discouragement
whenservicesareunavailable.Parentshavea perspectiveon lifeplanning
thatis difficultto matchwithepisodicprofessionalcontact.Parentsarein
thebestpositiontoknowthesocialsupportnetworksthatwillbe available
toassistagivenindividualovertime.(McDonnell,Wilcox,Boles,&Bellamy,
n.d.,p. 8)

The issue is no longerwhetherto involvethe familyin the transition
processbuthow.Indoingthis,asensitiveawarenessmustbemaintainedso
that in concernfor the family’sneeds,the needsof the individualwith a
disabilityarenotignoredordiluted.Totheextentthatprofessionalsmaybe
more comfortabledealingwith the nondisabledfamilymembers,the dis-
abled individual’sneeds, indeed formulationof the issues, may not be
addressed.

Theessentialcharacteristicsof a transitionprocesswhichincorporates
the needsand strengthsof the familyandthe individualwith a disability
who is a partof it maybe viewedthrougha familysupportconstruct.3It
appliesequallywellto thetransitionprocessandincludes:

● EARLYINITIATION— the systemreachesout to the familyat
thebeginningof the family’sinvolvement;

c INTEGRATED SERVICES — whilefamilieswillbeginwithone
or anotherneed,mostoftentherewillbe a varietyof needs,
generallyableto be met,by differingagencies.Whatever the
institutional reasonsfor this,fromthe family’sperspective,
receiptof the arrayof neededservicesshouldnotbe a fhnctionof
agencyterritoriallines,eligibilitycriteria,serviceplans,or
professionalprerogatives;

“ UNIVERSXLACCESS— thatis, wherevera familyentersthe
system,all partsshouldbe availableto them;

3Foranin-depthreportonfamilysupport,seeAgostaandBradley(1985).
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●

●

●

●

RECOGNITION OF A UNIQUE SET OF NEEDS— whilethe
totalityof servicesmayrun a widerangefor anyindividual
family,it is its unique set of needs thatmustbe addressed—in
effect,selectionfroma cafeteria of services;
SUPPORT OF STRENGTHS— whilesupportsare designedto
respondto needs,theyshouldbe designedto buildon andbolster
strengths andnot focuson deficits;
SUPPORT GROUPS— the sharedexperiencesof familieswith
a disabledmemberofferthebasisfor mutual support amongsuch
families;
RECOGNITION OF THE F~ILY’S CAPACITY — paramount
recognitionneedsto be givento thefamily’s capacity in~luding
the abilityto determinetheirownneeds.Thus,in the determina-
tionof needsandthe waysto meetthem,thewishesof the family
andof its membersshouldbe givenpriority(Lipsky,1985b,P.53).

TheideasherearecongruentwithMcKnight’sformulationofa commu-
nityvision.Hedescribesthreeoverarchingparadigmsvisions:1)thethera-
peuticvision,whichseesthe well-beingof individualsas growingfroman
environmentcomposedof professionals,where there is a professionalto
meeteveryneed;2) the advocacyvision,whichforeseesa worldin which
belIedpeoplewillbeinanenvironmentprotectedbyadvocatesandadvocacy
groupin effect,a defensivewallofprotectionfromahostilecommunity;and
3) the communityvision. Here, “those who are labelled,exiled, treated,
counseled,advisedandprotectedare,instead,incorporatedin the commu-
nitywheretheircontributions,capacities,giftsandfallibilitieswillallowa
networkof relationships,involvingwork, recreation,friendship,support
andthe politicalpowerof beinga citizen.”

Withinthis contextthereis a role for casemanagement.In transition,
1) it is to understandthe changesnecessaryin the ecologicalframework
within the educational,rehabilitation,and employmentsystems; 2) to
recognizethecapacitiesof personswithdisabilitiesandtheirfamilies;3)to
provideinformation,referral,advocacy,and servicesas needed;and 4) to
supportthemandtheirfamilies.
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CHAPTER W

Local Issues in Case
Management

by Lyle Wray (DakotaCounty,Minnesota)

Introduction
Servicemodels directedtoward personswith developmentaldisabilities
haveincreasinglybeencenteredon a numberof coreservicethemes.Some
of these themes are: supplementingrather than supplantingexisting
helpingnetworks,recognizingthe paramountimportanceof flexibilityin
service delivery, individualizationof the type, intensity,and timing of
supportsto familiesandindividuals,choicefroma servicearray,effortsto
contain costs while providing an appropriatelevel of service, and the
recognitionof case managementas a vital ingredientfor supportinga
dispersed,community-centeredarrayof less restrictiveserviceoptions.

These themes havebeencarriedforwardin the servicesystemthrough
small-scalecommunityintegrationapproacheswhich involve living and
workingarrangementswhichmorecloselyresemblefamilyscalesituations.
Consequently,a greaternumberand greatervarietyof servicearrange-
mentsarebeingprovided.Sucharrangementsrequiremorethoroughand
complexcase managementsystems.Some of the challengesbeing faced
includethe needto providemultipleservicesfor manyindividuals-each
servicepossiblybeinga choicefroma menuof potentialservices-the need
to respondto greaterexposureto communitydemandsand the need to
provideforprotectionin a complexenvironmentandto respondto arapidly
changingsystem.

The rapidlyexpanding,diverse,and multi-facetedcommunityservice
systemmakescriticalthe effectiveoperationof a systemof coordination
acrossvariousserviceelementsprovidedto individuals,whetherresiden-
tial,employment,or otherprogramsandservices.

Thepressureforcommunityservicesandtheriseofdecentralizationhas
hadprofoundimplicationsfor localgovernment’smanagementof services.
The return of responsibilitiesto states and localities under the “new
federalism”over the past decadehas involveddecentralization.This, to-
getherwith block fi.mdingarrangementsand a withdrawlof the federal
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presencein someareashasspurredstateandlocaleffortstobettermanage
the overallservicesystem.

Thepurposeof thischapteris to describea numberof issuesrelatedto
providing effective case managementat the local level, to attemptto
interpretsomeof theseissues,andto suggestan actionagendafor future
progressin respondingto challengesat the locallevel.

Case ManagementDefined
Ina fewshortyears,therealizationhasgrownthataminimalmodelofcase
managementisnotabletomeetthechallengesofrespondingtotheneedsof
personswith developmentaldisabilitiesin concertwith the themes de-
scribed above. A more vigorous model is needed which involves more
professionaltrainingandgreaternumbersof casemanagersif theservices
are to be developed,provided,and monitoredat an acceptablelevel of
quality.

Wray and Wieck (1985) reviewed a number of definitionsof case
managementwhichvariedwidelyin thescopeof activitiesof casemanage-
ment, from a minimalbrokeragemodel to an aggressiveoverall service
managementrole. The more comprehensiveconceptof case management
involvedtwelvecomponents:outreach,client assessment,case planning,
referralto serviceproviders,advocacyforclients,directcasework,develop-
ing naturalsupportsystems,reassesment,advocacyfor resourcedevelop-
ment, monitoringquality,public education,and crisis intervention.Re-
cently,federallawprovidedanupdateddefinitionofcasemanagement inthe
DevelopmentalDisabilitiesAssistanceandBillofRightsActof 1987(Public
Law 100-146),Section102of whichdescribescasemanagementservices:

... as activitiesto establisha potentiallylife-long,goal-
orientedprocessfor coordinatingthe rangeof assistance
neededby personswithdevelopmentaldisabilitiesand
theirfamilies,whichis designedto ensureaccessibility,
continuityof supportandservicesandaccountabilityand
to ensurethatthe maximumpotentialof personswith
developmentaldisabilities,productivityandintegration
intothe communityis attained.

Clearly, from this definition,much more is expectedfrom the case
managementsystemthan the minimalbrokeragerole definitionof case
managementofteseentoday. Casemanagementsystemsareincreasingly
beingaskedtorespondtotheneedforimprovedindividualserviceplanning,
thedemandforgreaterprogramservicedevelopment,theneedtoprovidefor
tight monitoringof service deliveryto individuals,the need to provide
leadershipfor individualprogramplanning,the needto providea pointof
financialcontrolandaccountabilityforfederal,stateandIocalfimds,andthe
needtoeffectivelyadvocateforclientsattheindividualandprogramlevels.
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TheUnitedStatesGeneralAccountingOfficein 1988issuedareportoncase
managementwhichrevieweda numberof keythemesin the area.

Thecasemanagementsystem,then,musteffectivelyaddressanumber
of critical components,each of which provide significantchallengesfor
implementationat the local level.The approachin the remainderof the
chapter is to identify barriers and possible solutionsfor challengesto
effectivecasemanagementoperationsso thatsystemsmaybe improved.

Local Issues in Effective
Case Management
Forthispaper,theresultsofseveralstudiesconductedoncasemanagement
servicesforpersonswithdevelopmentaldisabilitieshavebeenusedtorelate
someof the barriersto effectivecasemanagementandto suggestpossible
solutions.Twomainstudieshavebeendrawnupon:theMinnesotaGovernor’s
PlanningCouncilonDevelopmentalDisabilities,Policy Analysis Paper 24:
Minnesota case management study:l?xecutive Summary, A review ofseruice
coordincition at Surrey Place Centre (locatedin Toronto)(Wray& Wieck,
1986) and Workingtogether to meet the needs of North Dakotans with
developmental disabilities (Wray,Basuray,Miller,& Seiter,1985).

Basedonresearchinthesestudiesandothers,discussionisofferedinthe
followingareas:formalpre-serviceandin- servicetrainingfor casemana-
gers, caseloadsize and case managementresources,administrativebur-
dens, service fimding level and allocation,role conflicts faced by case
managers,andeffectivemanagementpractices.Intheconcludingsection,a
numberof positivesteps are identifiedfor improvingcase management
services.

FORMAL PRE-SERVICE TRAINING FOR CASE WAGERS

Althoughthe criticalnatureof pre-serviceand inservicetrainingis ofl.en
acknowledged,thepracticedepartssignificantlyfromthisvalue.Ithasbeen
estimatedthatlessthanonepercentof federalfundsin thefieldof develop-
mentaldisabilitiesare spenton trainingand researchbudgets.The field
appearsto be largelylackingin commitmentto a humanresourcesinvest-
mentmodelinwhichstaffareinessencethe“productiveequipment”fornew
initiativesto betterservepersonswith developmentaldisabilities.While.
corporationsoften devotebetween2~oand 10910of their expendituresto
employeetraininganddevelopment,trainingexpenditurelevelsinthisfield
are generallyinadequate.New initiativesfrequentlylack the substantial
fundsneededfor trainingindividualsandfor changingthe administrative
systemto supportrapidinnovation.

In additionto resourcelevelsfor trainingand development,it is well
knownthe professionaltrainingoftenlagsbehindthe requirementsof the
workplacefor a varietyof reasons.The 1988Minnesotastudyshowedthis
to be true for case managerssurveyed.In total, 80Y0of case managers
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reportedno formalcourseworkin casemanagementand6170reportedno
courseworkin developmentaldisabilities.In the case of supervisors,97~0
indicatedtheyhad receivedno coursesin developmentaldisabilitiessince
becominga casemanagersupervisor.

Anotherchallengecomesfrom individualstaff memberswho carry a
numberof differentservice responsibilities.In Minnesotaover half the
countiesemployedbetweenone and two case managers.This has contri-
butedtoa so-calledgeneralcaseloadmodelinwhichacasemanagerserves
anumberofclientgroups.Issuesof scaleposea specialchallengein smaller
populationareas,whichoftenrequirestaffto “wearmanyhats.”Trainingis
notusuallyprovidedtomeetthesemultipleresponsibilities.Thesesttineed
broadertrainingin professionalschools.Also,an in-servicetrainingmodel
needsto be developedto respondto the specialcircumstancesof the case
managerwitha generalcaseload.

Professionaltraining gaps can provide a major barrier to effective
serviceinthesystem.Therecanbeatwowaygapinthepre-servicetraining
area: professionalschoolsare not providingthe kindsof skillsneededby
professionalsinthefieldandprofessionalschoolsmaylackcloseawareness
oftheinnovationsevolvingindaytodayoperations.Thepracticetoresearch
gapcancutbothways.

Curriculumdesignin professionalschoolsshouldbe a priorityremedy
forthelongtermin thisarea,withstudiesof frontlinestaffcompetenciesa
sound foundationfor curriculumrestructuringbased on the number of
personsspecializinginservingpersonswithspecialneeds.Thedevelopment
of competency-basedskill lists, for serving personswith special needs,
shouldbeamajorpartofthebasisforprofessionaleducation.Analysisofthe
skillsas actuallyusedby professionalsin the fieldwouldbe a usefultoolto
validatecurriculumdesign.Some of the skill areas of high priorityare:
negotiation,knowledgeof developmentaldisabilities,chairingmeetings,
problemsolving,accountability,and recruitingcommunityresourcesto
addressindividualneeds. Such competencylists would also be a useful
foundationfor in-serviceprograms.

IN-SERVICE TRAINING

The field is evolvingso rapidlythatpre-servicetrainingof casemanagers
cannotbe adequatealone.There is a substantialburdento be placedon
inservicetraining.In the 1988Minnesotastudy,in contrastto the lackof
formalpre-servicetraining,84%of supervisorsreportedinservicetraining
in casemanagementanddevelopmentaldisabilities.As potentialtraining
topics, case managerslisted: methodsfor negotiatingwith clients and
service providerswhen there is a disagreement,methods for creative
problem-solvingand innovativethinking,how to developan individual
habilitationplan, methodsfor procuringaccurateinformationrelatedto
serviceoptions,andhowtoassistclientstobecometheirowncasemanagers.
Trainingis as yet relativelyrare in areas such as applicationsfor new
technologyin communicationsor roboticswhich might assist clients to
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remainmoreindependent.
Inservicetrainingshouldnotbeequatedwithattendingconferencesnor

shoulditbeconfusedwithinformationalbriefingsonnewlawsorrulesalone.
Giventhegrowingdemandsin thefield,a moresystematicplanof actionis
needed.DanleyandAnthony(1982)pointedto severalguidelinesin devel-
opingtrainingprogramsfor casemanagers:(1) trainingshouldbe tailored
to theclientoutcomegoalsof anagency,(2)thegoalsof a trainingprogram
should be measurable,observable,and capable of being evaluated,(3)
selectionof trainersshoulddependon clearlyspecifyingthe goals of the
trainingandselectingtrainersonbehaviorsrelevantto thosegoals,and(4)
theinabilityto retaingoodstaffis in parta fimctionof theirbeingaskedto
achievegoalsfor whichtheydo not have the neededtraining.StafTmust
understandwhatis expectedof themandhavetheskillsneededto perform
theirdutiessothattheyareandfeelcompetenttoperformthetasksrequired
of them.

Since skills are criticallyimportant,a thoroughneedsassessmentof
trainingneedsforcasemanagers,theirsupervisorsandmanagersshouldbe
done. Basedon this knowledge,responsivein-servicetrainingprograms
shouldbe developed.In additionto systematictrainingneedsassessments,
stepssuchassystemsof continuingeducationcreditlinkedto employment
and promotion,and convenienttrainingdeliveryvehiclesdeliveringskill
buildingto casemanagersaresomepossiblecoursesof actionto strengthen
skilldevelopment.

Atamorebasiclevel,theaccessibilityoftrainingcanbeseverelylimited
ifcasemanagersarenotprovidedtheopportunitytogetawayfromtheirjobs
to attendtraining. Oftenthereareno substituteback-upprogramssothat
some of the individual’sdutieswill be assumedwhen they are away at
training.

i
CASELOAD SIZE AND CASE MANAGEMENT RESOURCES

Anothercriticalfactoris the relativelysmallamountof resourcesprovided
to casemanagersto addresssignificantresponsiblities.This is oftenmost
clearlyseenin the sizeof caseloadscarriedby casemanagers.

The 1988Minnesotareportfoundthatthemeanratioof casemanager
to clientswith developmentaldisabilitieswas 1:55.It mightbe worthyto
note that Minnesotais in the top five states in the countryin overall
spendingon humanservicesprograms.Thisratio is foundin a relatively
resourcerich environment.The 1988 Minnesotaand the 1986 Ontario
studiesidentifiedstaffturnoverandshortagesasbarriersto effectivecase
management.Inthe1985NorthDakotastudy,69Yoofregionalcasemanag-
ersreportedcaseloadsofgreaterthan50persons.Theratiosreportedinthe
Minnesotaand North Dakota studies are considerablyhigher, almost
double,the ratios in stateswhich have set ratiosbased upon resources
neededtoimplementfederallaws,andsimilarstatelawsandrulesgovern-
ing servicesto personswithdevelopmentaldisabilities.

A proactiveapproachwouldinvolvedetailedanalysisof the stafftime
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neededtoattaintheobjectivesoftheoperativelaws,rules,andperformance
standardsandto carryout rigorousprioritysettingactivitieswithstaffto
streamlineoperationsandto focuson the highestprioritytasks.

It isveryimportantto developanddisseminatemodelsofcasemanage-
ment task and case load analysiswhich can be used to make a case for
appropriateresourcelevelsat the localor statelevel.Showinghowinade-
quatecasemanagementresourcescanleadto morecostlyserviceinterven-
tionswhichmightotherwisehavebeenpreventedmightalsobeausefulpart
of a resourcestrategy.

Giventhedynamicnatureofcasemanagement,it isbecomingclearthat
lowcaseloadsarenecessarytoachievethefullpotentialofcasemanagement
as a system.Personalleadershipskills,great flexibility,and a vision of
emergingservicesystemsareincreasinglydemandedof casemanagers.

Aprospectwhichneedstobefacedatsomepointiswhattodointheevent
that adequatecase managementresourcesare not provided.This is a
complexquestionwhich is beyondthe scopeof this chapter.Someof the
choicesin responseto suchaneventualityinclude: empoweringparentsto
act as case managerthrougha voucherand trainingsystemdesignedto
reduce the administrativeoverheadof the service system, a conscious
“triage”systemwherea setof criteriaaredevelopedto determinewhogets
casemanagementservicesandforhowlong,agreateruseofparaprofession-
alsto assumemoreandmoreof thedutiesof casemanagersata lowercost,
and investigationof non-traditionalapproachesto meeting the service
coordinationneedsofclients.Federalfundingofcasemanagementunderthe
Medicaidprogramshouldbeinvestigatedtodeterminewhetherthebenefits
of sucha moveoutweighthe disadvantagesof limitedclienteligibilityand
regulatoryoverburden.

A debateon what to do in the absenceof adequateresourcesmay be
healthy as an accompanimentto the review processesfor allocatingre-
sourcesat the variouslevelsof government.Additionalresearchon case
managementisneededatanumberoflevelstoevaluatecurrentpracticeand
futurealternatives.

ADMINISTRATIVE BURDENS

Managingpaperflowhas becomea very time consumingactivityfor case
managers,ratedthe mostseriousbarrierto effectivecasemanagementby
localcasemanagersin the 1985NorthDakota,the 1986Ontario,andthe
1988Minnesotastudies.Inthe1988Minnesotastudy,atoolargeclientcase
loadsize andthe numberof requiredmeetingswereratedas othermajor
barriers.Minnesotasupervisorsalso identifiedthe amountof paperwork
andcaseloadsizeas majorbarriers.

A numberof approachesmight be taken to mitigatethe paperwork
burden.Stateandfederalgovernmentscan examinerecordrequirementsto
determineif there are methods of reducing the amount of paperwork
requiredfor casemanagersto compile.Studiesmaybe madeatthelocalor
statelevelto analyzeworkflowto determineif moreefficientmeanscanbe
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usedto completenecessarypaperwork.
Automationoffers some hope in the “war on paper.”A pilot laptop

microcomputerprojecthas been implementedin a numberof Minnesota
counties:Dakota,Itasca,Pine,Olmsted,St.Louis,and Chippewa(Dakota
County,1988).Casemanagersstoredallcriticalclientinformationontheir
personalcomputers.Theyhaveinstantaccesstoinformationontheirentire
case loads, along with the ability to update client information,prepare
serviceplansandcourtdocuments,keeptrackofcontactsandactivities,and
to takenotes.The laptopcomputerenablesa casemanagerto developand
completea serviceplanataclient’steammeetingorhome.Individualneeds
and serviceplan objectivesare enteredon a form documentstoredin the
laptopandtheplancanbe printedfor signaturesattheendof themeeting.

Furtherworkneedstobedoneinlookingatlowcostoptionsforentering
dataintoa computer-basedsystem.Forexample,opticalscanningof forms
canfacilitateenteringinformationwithconsiderablesavingsof time.Also,
greateruse of case aidesto processpaperflowcan free case managersfor
moreclient-centeredwork.

SERVICE FUNDING LEVEL AND ALLOCATION

CairesandWeil(1985)putthe pointsuccinctly:“Thenumberone problem
inthefieldof developmentaldisabilities,aswellasinotherhumanservices
fields,is money.”It is appropriateto addthat,to the extentthatresources
areavailable,theyareoftennotdeployedin themosteffectivemannerbut
areratherallocatedwithinrestrictiveserviceoptionssuchas stateinstitu-
tions.

In the 1985NorthDakota,the 1986Ontario,andthe 1988Minnesota
studies,insufficientfunds and restrictionsin the use of fhnds were also
namedasbarriers,aswaslackof programor otherserviceoptions(Minne-
sota,1988).

Theissueoffundinglevelandresourceallocationisamajorandcomplex
one. If there are insuflkient resources,it is not possible to meet the
requirementsof the definitionof case managementpreviouslycited.The
overalllevelofresourcesandtheirdistributionacrossservicestrategiesare
thereforecriticallimitingfactorsto theoverallsystemofcasemanagement.

Challengesto providingeffectiveservicesthroughcase management
comebothfromthe overalllevelof fundingprovidedto the servicesystem
andfromthewayinwhichthesefimdsareallocatedtovariousservicesinthe
system.Onecanviewthe issueof resourcesas a challengeto effectivecase
managementasmadeupofseverallevelsorlayers.Inthefirstlayerliesthe
fundinglevelandallocationforkeyservicecomponentswhichcasemanag-
ersmayaccessto develop“servicepackages”forpersonswithdevelopmen-
taldisabilities.Inthesecondlayeraretheoverallresourcesdevotedto case
managementas a servicewhich affect case load sizes and training,for
examples.Theroleplayedbythecasemanagerforclientservicesiscrucially
linkedto resourcesin thesetwo layers.

Atthesystemlevel,anumberoffundingissuescomeintoplayincluding

1
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resourceallocationand financialdisincentivesfor communityliving.The
great majorityof federal funding is lodged in the relativelyrestrictive
IntermediateCare Facilitiesprogramwith relativelymeager resources
devotedto family supportor less restrictive,family scale living arrange-
ments(seeBraddock,Hemp,& Fujiara,1986).

Whilethenumberof personswithdevelopmentaldisabilitieslocatedin
state institutionshas droppeddramaticallyin the past ftiteenyears, the
averagedailycostsof thesefacilitieshas dramaticallyrisenas a resultof
suchfactorsashigherstandardsofserviceanda lowercensusofindividuals
overwhichtospreadadministrativeandoperationaloverhead.A numberof
effortshave been made to remedy this situationthrough reform of the
MedicalAssistancesystemto provide funding preferenceto community
livingarrangements.Thecorenatureof casemanagementhasbeenrecog-
nizedin therecentversionsof Medicaidreformin whichcasemanagement
is a mandatoryservice,providinga muchneededstructuralchangewhich
should facilitate the continueddevelopmentof communityservices for
personswithdevelopmentaldisabilities.

Anotherrelatedissueisthattherearemajorfiscaldisincentivesinsome
states for communityplacement,with communityservicescosting local
governmentsmorethaninstitutionalservices.Thereare a varietyof ways
in whichthisdisincentiveforcommunitylivingis playedout.Theremaybe
differingbilling ratesfor communityservicesthan for state institutional
services,withthe lattercostinglocalgovernmentless.

Financial steps can be taken to addressthe problemthat the least
restrictiveenvironmentis often the most expensivefor the local units of
government.For example, one measure could be to provide a funding
arrangementin whichtrue costsof servicesarebilledto localgovernment
ratherthanhavinganartificiallylowercostforinstitutions.Arrangements
couldbe madeto mitigateanysuddenimpactsof sucha changeby phasing
in the systemovera numberof years.

With respectto the level and allocationof resourcesfor servicesas-
sembledbycasemanagers,itisclearthatcasemanagementisnotapanacea.
Case managementalone cannot move a system if there is a significant
resourceshortage.By analogy,if thehotelsystemhasno morecapacityfor
providingrooms,areservationsystemcannotsolvethatproblem.Whilethis
is true,it is alsotruethatevenif therearemorethanenoughresourcesbut
theyarepoorlyorganized,thejob willnotget done.

In many statesin the country,there is substantiallocal discretionin
raisingandallocatingfinding to humanservicesprograms,includingcase
managementservices.In the annualbudgetcycle, securingadequatere-
sourcesforcasemanagementmaybeverydifficult.Casemanagementworks
by coordinatingandmanagingindividualservicesandas suchmaybe less
visibleanddefensiblein budgetsettingprocessesthanmoredirect“hard”
services.Suchcompetitionbetweeendirectandcoordinativeservicesatthe
locallevelsuggeststhatfederalor statepolicymayultimatelybe neededto
properly fully fund locally administeredsystems of case management.
Futureresearchis neededto documentthe case for improvedqualityand
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avoidedcostsas a resultof morefolly fundedcasemanagementsystems.
Anothercriticalissue at the case managementlevel is the de~ee of

empowermentof the individualcase managersand their supervisorsin
resourceallocationinmeetingindividualneeds.Austin(1981),in aGeneral
AccountingOfficereport,highlightedthe resourceallocationrole of case
managers.Caseplaming is a crucialresourceallocationactivitywhichhas
importantimplicationsfor distributionof resourceswithina localdelivery
system.Properlydesignedandmanaged,acasemanagementsystemshould
be close to the individualbeing servedand be able to judge the types of
servicesneededby a given individual.In addition,properlytrainedcase
managerswith stilcient time can providea crucialfunctionin recruiting
othercommunityresources,whetherona formalor informalbasis,to meet
individualneeds. Workingwith communitygroups to provide informal
supportsystems,for example,requirestimeandskillto be applied.

Discretionoverresourceallocationandcentralizationofresourcecontrol
are key case managementdesign issues which need greater attention.
Futureresearchattentionis meritedin investigatingcase management
modelswhichexpandthe casemanager’sauthorityfor resourceallocation
and increaseflexibility.In addition,insufficientfunds or poorlyallocated
fundsseverelylimittheeffectivenessof thecasemanagerto carryouttheir
coreresponsibilities.Inadvertentfinancialpenaltiesfordevelopingcommu-
nityservicesshouldbeaddressedinconcertwithfederalMedicalAssistance
reformfor the IntermediateCare Faciltiesprogram.In developingthese
issues, a major considerationis providingthe proper balance between
underlyingresourcelevelsandallocationandtheresourcesdevotedto case
managementto providemaximumbenefitto individualsbeingserved.

ROLE CONFLICTS FACED BY CASE MANAGERS

Increasingly,theroleof casemanageris thatof theZinchpinof thesystem:
performanceor purchaseof servicecontracting,serviceplanning,supervi-
sion,evaluation,andservicesystemchangeagents.Thisratherexpansive
roleleavesopenanumberof conflictsin therolesheldby casemanagersas
well as conflictingperceptionsamong actors in the systemon roles and
performance.The1986Ontarioand1985NorthDakotastudies,forexarnple,
foundverydifferentperceptionsofthe adequacyof performancein thecase
managementsystemfromtheperspectivesof parentsandgovernmentcase
managers.

Casemanagersare at the meetingplaceof a numberof criticalforces
surroundingclients in a service system: cost containment,individual
protection,systemchange,anda constellationof otherfactorsthatbearon
theirdailywork.AsindicatedbyWeilandKarls(1985),casemanagershave
multipleroles relatedto serviceprovisionand to accountabilityand cost
effectiveness.Inmanycases,theserolesinvolveconflictingduties—suchas
containingcostsandadvocatingfor clients.The substantialburdensof an
expandedrole for case managersthen is compoundedby inherent role
conflicts.

IL.
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Someoftheroleconflictsmaybeinherenttoa“doubleagent”roleofcase
managersrepresentingthe needs of individualsas well as the fi.mding
authorities.Researchmight addresseffortsto mitigatesome of the role
conflictsthroughvariousmodelssuchashavingagenciesindependentofthe
fundingauthorityplaya rolein resourcedecisions.Thepresentknowledge
levelarguesfor researchin the areato evaluatemodelsinvolvingdiffering
configurationsof agenciesand individuals,and relationshipsto funding
authorityandindividualsbeingserved.

EFFECTIVE MANAGEMENT PRACTICES

Theexpansivedefinitionofcasemanagementputspressureonlocalmanag-
ers to run a complex,highly accountableprocess of case management.
Supervisoryand financial controls as well as the developmentof more
detailedproceduresgaininimportancewiththegreatercomplexityandsize
of the system.Supervisorsare facedwithevermoreclients,moreservices,
andoftenmorecomplexservicearrangements.Thedevelopmentof greater
capacityto respondeffectivelyto this pressurerequiresthat a numberof
actionsbetakenin theareasof caseloadstandards,qualityassurance,and
financialcontrols.

Some of the areas include the developmentof case load and process
standards for case managers.Standardsfor how long it should take to
developanindividualserviceplan,completeannualreviews,andnegotiate
serviceagreementsareimportantbasiccomponentsofsucha system.Efforts
to maintainqualityassurance are alsoimportantsincethereis liabilityfor
the welfare of vulnerableand sometimesfragile personsin community
settings.

Thereis a needformanagersto addressfinancial controls for services.
Beingmoredispersed,withgreaternumbersofclientsandfundingarrange-
ments,suchasystemposeschallengesincestcontrol,muchdiminishedsince
there were now relativelyfew large contractsfor serviceswhich would
directlyinvolve case managersin the funding authorizationloop. Such
conceptsas encumbranceaccounting,andannualizationof obligationsare
importantinanevolvingsystemandmaybenewtosomecasemanagersand
to someagencies.

Informalways of communicatingwith case managersmay no longer
sfilce incomplexsystemsservicevulnerablepeopleincommunitysettings.
Inthe1985NorthDakotastudy,forexample,therewasarequestforgreater
clarificationofpolicyandproceduresforcarryingoutthecasemanagement
duties.Regretably,smalleroperationalunits oftendo not have sufficient
staffresourcesto developdetailedpolicyandproceduralguidancefor staff
or to trainthemin carryingoutpoliciesandproceduresonceadopted.Re-
spondingto thischallengecanbe difficultforlocalmanagerswiththepress
of manycrisesandlittleadministrativesupport.

Improvementof managementpracticesat the local level may be ap-
proachedhorn a numberof vantagepoints such as training,regulatory
reform,andapplicationsresearch.Oneof theimportantapproachesis pre-
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service and inservice training in managementand supervisionissues.
Strengtheningmanagementpracticesin areas such as supervisionand
coachingof employeescan pay dividendsif donewithinthe overallframe-
workof a skillsdevelopmentplanpreviouslydescribed.

A somewhatindirectapproachtoimprovinglocalmanagementpractices
maybeachievedbyexaminingstateandfederalregulationswiththegoalof
providingmaximumflexibilityfor local managers.If federal and state
regulationsweretoprovideagreaterrelativefocusuponresultsoroutcomes
for individualsin the regulatorysystemcouldafforda greateropportunity
for localinnovationandcreativityin meetingindividualneeds.An overre-
lianceon inputbasedstandardswhichhampersinnovationandcreativity.

The RoadAhead
Muchremainstobe donein facilitatingeffectivecasemanagementsystems
to supportthecurrentandgrowingservicedemandsofpersonswithspecial
needs.It is clearthat casemanagementservicesare no panaceabut work
withinan overallservicesystemcontext.Thereis a shift of paradigmsof
servicehappeningwith a new generationof parentsraisedon mandatory
integratededucationandlivingarrangementsfortheirchildrenwithdevel-
opmentaldisabilities.Givenresourcelimits,toughchoicesarelikelyonwho
getsservedandhowtheygetserved.Thequestionishowcancasemanagers
play an appropriaterole in this emergingworld.Someof the stepswhich
mightbe takenincludestudiesof casemanagement,role clarification,and
the applicationsof newtechnology.

Futurework to improvecase managementcan comefrommulti-state
evaluationsof casemanagementledby thefederalgovernment.An identi-
ficationof effectiveandineffectivepracticesanddevelopmentof an agenda
to facilitatecommunitylivingfor personswith developmentaldisabilities
mustoccuronboththe localandnationallevels.

Thereisgreatconfusionamongvariousprofessionaldisciplinessuchas
medicine,socialwork,andprovidersoverwhois a casemanager.The 1986
NorthDakotastudywasdirectedin largepartto a clarificationof theroles
of individualsacting ta coordinateserviceswithin as opposedto across
provideragencies.One mechanismidentifiedin this causewas the inter-
agencyagreement.Aclarificationofrolesforindividualsworkingwithinand
outsideparticularserviceprovidersmaybe appropriateat localand state
governmentlevels.

Empoweringparentssothattheywillbelessdependentupontheformal
servicesystemisworthyofexploration.Inthenearerterm,measuresshould
be studiedsuchas providingcasemanagerswitha flexiblepoolof fundsto
addressindividual-needsti-a flexiblemannerwithguidancefromparents.

Researchis neededto show local managershow they may facilitate
significantservicesystemchangeat the local level in the contextof tight
resources.Demandsforprogramandfiscalaccountabilitycall outfor local
innovations.Researchcarefullyattunedto localrealitiescanprovideassis-
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tancein thisventure.
Automationtechnologysuchaslaptopcomputersmaybeusedtostream-

line the administrativeburdensof casemanagers.Futuretechnologymay
assistcasemanagersandtheirsupervisorsinmakingdecisionsforindividu-
als with developmentaldisabilities.The field of “expertsystems”is one
whichmaysoonbe appliedin the fieldof servicesto personswithdevelop-
mentaldisabilities(Hofmeister,1986).

Astheservicesystembecomesmorecomplexinanefforttoprovidemore
individualized,integratedservices, additionalresearchefforts must be
addressedat effortsto assurethat case managementservicesrise to the
challengeof providingthe linchpinthatholdsthe systemtogether.
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Legal Perspectives of Case
Management in Minnesota

by LutherA. Granqu/st

Q.
wince 1977,therehasbeena MinnesotaDepartmentof PublicWelfare
and, more recently, a MinnesotaDepartmentof Human Services rule
governingprovisionof case managementservicesby countysocialservice
agenciesto personswith mentalretardation.Thatrule was substantially
amendedin 1981and1984.Thecurrentrule,MinnesotaRules9525.0015to
9525.0165,wasadoptedin 1986.In itspresentform,it governsprovisionof
case managementservicesto personswith mentalretardationand those
personswhohavea relatedcondition.

Basic Provisionsof Minnesota’sCase
ManagementRule
TheMinnesotarulehasevolvedintoarulewhichprovidesanexcellentbasis
forprovisionofcasemanagementservices.Theruleincorporatesstandards
for all themajorcomponentsof the casemanagementprocess:

DIAGNOSIS, The first step in the case managementprocessis for the
countyagencytoensurethatthepersonseekingserviceshasa diagnosisas
a personwithmentalretardationor a relatedcondition(MinnesotaRules
9525.0045).Fundamentally,thisstepin the casemanagementprocessis a
determinationof eligibilityfor casemanagementservicesonthebasisthat
the personhas mental retardationor a related condition.The required
diagnosisalsoincludesamedicalexaminationandpreparationofareporton
thesocial,physical,andenvironmentalfactorswhichmayhavecontributed
to the person’smentalretardation.

ASSESSMENT.Assessmentsarerequiredto determinetheperson’sindi-
vidual needs(MinnesotaRules 9525.0055).The assessmentof individual
serviceneedsmustaddresstenspecifiedareas,buttheassessmentprocess
mustfocusupontheperson’sskillsor lackof skillswhichenableorprevent
thatperson’sfull integrationinto communitysettingsusedby the general
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public.The rule defines“assessment”in termswhichrequirean environ-
mentalorecologicalassessment.Theperson’sskillsandbehaviorsaretobe
identifiedin conjunctionwith the “environmental,physical,medical,and
healthfactorsthataffectdevelopmentor remediationof the person’sskills
and behavior”(MinnesotaRules 9525.0015,subpart2). The assessment
processmustconsiderthe person’sestablishedsupportsystemsand must
specificallyaddressthephysicalandsocialenvironmentswhichtheperson
needs.Theassessmentprocessmustresultin specificservicerecommenda-
tions.

INDMDUAL SERVICE PLAN (ISP).The case managerdesignatedby
the countyagencymustdevelopan IndividualServicePlanin conjunction
withtheindividual,his/herguardianor conservator,andhidher advocate,
if any.The ISPis the overallplanningdocumentdevelopedby the county
agency.It mustincludea summaryof diagnosticandassessmentinforma-
tionwhichleadsto identificationof the type,amount,andfrequencyof all
serviceneeds.The ISPmustestablishlongrangeandannualgoalsfor the
personand statethe actionswhichwill be takenby the countyagencyto
developor to obtainneededservices.

AUTHORIZATION OF SERVICES. The casemanagerfromthe county
agencymayonlyauthorizeservicesif a determinationhasbeenmadethat
theproposedproviderisabletoprovidetheservice(s)inaccordancewiththe
IndividualServicePlan.Thisprovidercompetencydeterminationis thekey
case managementresponsibility.The county agency must enter into a
contractwiththe serviceproviderwhichincludesanexplicitdescriptionof
the servicesto be provided.

INDIVIDUAL HABILITATION PLAN (11-IP).The case managermust
developanIndividualHabilitationPlaninconjunctionwithaninterdiscipli-
naryteamincludingthosepersonsinvolvedinthedevelopmentoftheISPas
well as representativesof serviceproviders.This IHP must integratethe
servicesof all providersand must be designedto achievethe outcomes
specifiedin the ISP(MinnesotaRules9525.0105).

MONITORING AND QUALITY ASSURAN CE. The rule specifies a
processwhich the case managermust follow in monitoringprovisionof
service (MinnesotaRules 9525.01 IS) and the standardsby which the
adequacyofserviceist.obejudged(MinnesotaRules9525.0125).Theprocess
requiresreviewingrecords,observingimplementationof the ISP andIHP,
and visiting with the person receiving services.The basic substantive
standardiswhetherservicesarebeingprovidedin accordancewiththeISP
andIHP,butthecasemanagermustalsoconsiderwhetheractivetreatment
andhabilitationservicesarebeingprovided,whetherthelegalrightsofthe
personare beingprotected,andwhetherthatpersonand anyguardianor
conservatorare satisfiedwiththe servicesprovided.
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SERVICE DEVELOPMENT NEED DETERMINATION. Therule also
requiresthecountyagencytoundertakeageneralplanningprocessleading
todevelopmentofnewservicesormodificationofexistingserviceswithinthe
county(MinnesotaRules9525.0145).Thisprocessis dependentuponiden-
tificationof individualserviceneedsin the ISP.

Thepurposeoftheruleisthatthestepsinthecasemanagementprocess
mustbeundertaken“sothattheservicesmeetthelevelof theperson’sneed
intheleastrestrictiveenvironmentandin a cost-effectivemanner”(Minne-
sotaRules9525.0025,subpart2).Theruledefines“leastrestrictiveenviron-
ment”intermswhichincludequalitativeindiciaofservicessuchaspromot-
ing the independenceof the persons,limiting supervisionand physical
controlovertheindividual,increasinginteractionsbetweenthepersonand
thoseinthegeneralpublicwhodonothavedisabilities,implementingdaily,
monthly,and annual scheduleswhich closely approximatethose of the
generalpublic,andusingmaterialsandmethodsof instructionwhichare
appropriatefor the person’schronologicalage and adaptedto individual
need.

Therule requirescost-effectiveservices.The ruleemphasizesboththe
effectivenessof the serviceand costcontainment.Onlyserviceswhichare
necessaryto meetindividualneedsaretobeprovided.Tobe effective,those
servicesmust,in fact,meetthe person’sneeds.

Thekeyquestionfor thepersonreceivingcasemanagementservicesis
whetherthe case managementprocesswill lead to provisionof services
which actually do meet the individual’sneeds in the least restrictive
environmentandin a cost-effectivemanner.If the processis implemented
in accordancewith the standardsin the rule, that outcome should be
achieved.Moreoftenthannot,however,theprocessis,not implementedto
thatend.Thekeylegalissue,therefore,is whetherappropriateandneces-
sary action will be taken to ensure that the standardsin the rule are
enforced.

State Enforcementof
Case ManagementRule
Minnesotahas establisheda systemin which communitysocialservices,
includingcase managementservicesand other servicesto personswith
mental retardationor a related condition,are administeredby county
agenciesunder the supervisionof the Commissionerof HumanServices
(MinnesotaStatutes256E.02).Thiscasemanagementprocessisauthorized
by MinnesotaStatutes256B.092.The Commissionerwas directedby the
legislatureto promulgatea casemanagementrulewhichsetsstandardsfor
casemanagementandwhichthecountyagencyisto implementin a flexible
andindividualizedmanner(MinnesotaStatutes256B.503).

The rule includesa provisionwhichallowsthe Commissionerto issue
writtenorderstocountyagenciesincircumstancesinwhichacountyagency
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has failed to complywith the standardsin the case managementrule.A
processforacountyagencytorequestreconsiderationbytheCommissioner
ofthisorderisestablished.TheCommissioner’sdecisiononreconsideration
is final unlesslegal actionis takenin the statedistrictcourt (Minnesota
Rules9525.0165).To date,thisenforcementprocesshasneverbeenimple-
mentedby the Commissionerof HumanServices.

TheCommissioneris alsoauthorizedby statutetocertifyareductionof
up to 20% of the county’sannual funding under the CommunitySocial
ServicesAct if a county agencyis not in compliancewith an applicable
departmentrule(MinnesotaStatutes256E.08,subd.1).Thecountyagency
mayexpandanyfundingreductionimposed.The Commissionerof Human
Serviceshas never taken the statutorilyauthorizedaction of reducing
countyfunding.

The Commissioner’sfailure to act, however,is not a result of total
compliancewithprovisionsofthecasemanagementrulebycountyagencies.
The Commissionerhas undertakenreviewsof case managementservices
providedto individualsthroughoutthestateanddeterminedthatthereare
manyareasinwhichcasemanagementservicesdonotcomplywiththecase
managementrule. Whateverthe reasonsmay be for the Commissioner’s
failureto exercisethe authoritygrantedby statuteandrule,personswith
mentalretardationor arelatedconditioncannotdependupontheCommis-
sionerindependentlytotaketheactionnecessarytoensurecompliancewith
the rule.

IndividualEnforcementof Case
ManagementResponsibilities
Formanyyears,Minnesotahasemployedanadministrativereviewprocess
by which personsreceivingpublicbenefitsor social servicesfrom county
agenciesmayseekreviewof countyagencydeterminationsbeforea referee
appointedby the Commissionerof Human Services.This “welfare fair
hearingprocess”hasbeenusedin circumstancesin whichcountyagencies
findan individualineligiblefor servicesor a countyagencyfailsto provide
case managementservices with reasonablepromptness.The statutory
languagefocuses,however,upondenial,suspension,reduction,ortermina-
tion of services,or failureto act with reasonablepromptness(Minnesota
Statute256.045,subd.3[a]).TheCommissioner’sauthorityto decideissues
involvingthequalityof casemanagementservicesorthequalityof services
providedthe individualwasin doubt,forthe individual’sclaimwouldhave
tofitwithinstatutorylanguagedevelopedandappliedprimarilyin appeals
involvingmonetarypublicbenefits.

In 1987,the Minnesotalegislature,as a conditionto settlementof a
lawsuitin thefederaldistrictcourtinvolvingpersonswhoareorhavebeen
residentsofthestateinstitutions,addedasectiontothewelfarefairhearing
statutewhichprovidesfor“casemanagementappeals”(MinnesotaStatutes
256.045,subd.4a).Personswhowere dissatisfiedwiththe qualityof case
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managementservicesprovidedwereauthorizedby this newlegislationto
requestaconciliationconferencewiththecountyagency.Atthisconference
a representativeoftheDepartmentofHumanServiceswouldseektoassist
the person with mental retardationand the county agency to reach a
resolutionof the disputewithoutthe needfor a hearing.This conciliation
processwasmodeledupon,butisnotidenticalto,theconciliationconference
processavailablet.operscmsreceivingspecialeducationservicesinthepublic
schools.

If the resultsof the conciliationconferenceare not satisfactory,the
personreceivingcasemanagementservicesmayrequesta hearingbeforea
refereeappointedby the Commissioner.‘I%o types of issuesmay be pre-
sentedon suchappeals:

● whethercasemanagementserviceshavebeenprovidedin accor-
dancewithapplicablelawsandrules;and

● whetherthe countyagencyassuredthatthe servicesidentifiedin
the person’sISPhavebeendeliveredin accordancewiththe laws
andrulesgoverningthe provisionof thoseservices.

Thisappealprocessprovidesclearauthorizationfor thepersonto seek
reviewof the qualityof case managementservicesand the qualityof the
servicesactuallyarrangedby the countyagency.

The ConciliationConferenceProcess
The ConciliationConferenceProcessis intendedto be an informalprocess
whichcanbe usedbythe personwithmentalretardationor hidher parent
orguardianwithoutlegalrepresentation.Theprocessisinitiatedbyaletter
tothecountyagencywhichonlyneedstostatethataconciliationconference
is requested.The Commissioner’srepresentativehas the responsibilityto
seethatissuesareidentifiedattheconferenceandthataneffortis madeto
resolvethem.Thecountyagencymustprepareareportaftertheconference
statingwhatactionthecountyagencyisgoingto takeandwhenthataction
will occur.

Ifthe issuesarerelativelynarrowandfmusonspecificactionswhichthe
countyagencyhasnot taken,the conciliationconferenceprocesscanwork
effectivelytopromptthecountyagency,forexample,toundertakeaspecific
assessmentor developan ISP.If however,the issuesinvolvethebit of the
assessment,of the ISP, or of the servicesarrangedfor the personby the
countyagency,itis farmoredifficulttoresolvetheissueswithoutassistance
fromadvocatesfamiliarwiththerequirementsoftheruleandwithprogram
standards.

Inadequateprovisionof servicesfrequentlyis the resultof inadequate
implementationof the case managementprocess.Whenindividualneeds
have not been assessedthoroughlyand appropriately,ISPSand IHPsare
developedwhich do not specifythe servicesrequired.The “ActionPlan”
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needed in a conciliationconferencewhen pervasivedeficienciesin both
servicedeliveryand case managementare at issue will be detailed.The
conciliationconferenceprocessworksbestinthosecircumstanceswhenthe
advocatepreparesadetailedActionPlanpriortotheconciliationconference.
TheActionPlanshouldbegivento thecountyagencywiththerequestfora
conciliationconferenceassoonaspossiblethereafter.IfanActionPlanisnot
proposeduntiltheconciliationconference,countyagencypersonnelmaysay
theyneedstudyit,makingit difilcultto reachanydefinitiveagreementsat
the conferenceitself. County agency personnelfrequentlylack both an
understandingof the requirementsof the rule and the programexpertise
necessaryto respond to an Action Plan. In such cases, where county
personnelareuninformed,thediscussionof anActionPlanmaybe morean
educationalexercisefor the benefit of county agencypersonnelthan an
informeddiscussionofthestepswhichareneededtoensurethatappropriate
servicesaredevelopedandimplemented.

Nevertheless,the conciliationconferenceprocessis a beneficialone.It
allowsadvocatesforpersonswithmentalretardationto identify,in detail,
the actionswhichthe countyagencyshouldtake.If the countyagencyis
committedto provisionof service,the ultimateresult is likely to be an
improvementin servicedelivery,butnever,it seems,inaccordancewiththe
scheduleincorporatedintheActionPlan.In someinstances,thethreatof a
subsequentappealhearinghaspromptedcountyagenciestotakesomeofthe
actionswhichshouldbe taken.

The Appeal Hearing
Personsreceivingcasemanagementserviceshaveup to 90 daysafterthe
conciliationconferencetorequestahearingbeforearefereeappointedbythe
Commissionerof HumanServices,This90-dayperiodwaswrittenintothe
lawto providethecountyagenciesanopportunityto fulfilltheagreements
reachedat the conciliationconference.Shouldno agreementor an inade-
quateagreementbe reached,the appealsprocesscan startas soonas the
conciliationconferenceis completed.The appealmay be initiatedby an
informallett.ertothecountyagencyortotheCommissioner.A formalNotice
ofAppealmayalsobesubmitted,whichcanbeverygeneralorquitespecific.
The Commissionerhas ruled that the personbringingthe appeal is not
limitedonappealsolelytothoseissuesraisedattheconciliationconference.
It is certainlybetter practice to raise all of the relevantissues at the
conciliationconferenceandto incorporatea specificstatementof theissues
for the appealin the letteror noticewhichtriggersthatappeal.

Althoughnotspecifiedin thestatute,theAppealsRefereeshaveissued
pre-hearingorderswhich specifysuch things as sharingof witnesslists,
developmentof exhibits,and provisionfor the countyagencyto produce
appropriaterecords.The AppealsRefereesalso have the powerto issue
subpoenas.

Whilethereis no requirementforrepresentationby eitherpartyto the

January1,1989



Leaal Perspectives of Case Management in Minnesota 103

appealby an attorney,representationby anexperiencedadvocateor by an
attmmeyisveryhelpfidtothepersonwithdevelopmentaldisabilities.Unlike
manyotherwelfare“fairhearings,”casemanagementappealstendto last
aminimumofadayortwobecausetheissuesarequitebroadand,generally,
thereis substantialdocumentaryevidenceto be considered.All evidence,
exceptthatprivilegedby law,whichis “commonlyacceptedby reasonable
peopleintheconductoftheiraHairsashavingprobativevaluewithrespect
to the issue”will be received(MinnesotaStatutes256.045,subdivision4).
Thereis a structuredinformalit)’ to thesehearings,whichme evenmore
informalif attorneysarenot involved.

Afterthehearingandafterreceiptofanymemorandathataresubmitted
bytheparties,therefereemakesrecommendedfindings,conclusionsoflaw,
and a recoqunendedorder for review by the Commissioner or by the
Commissioner’sdelegate.ThestatuteauthorizestheCommissionertodirect
the countyagencies‘to takethoseactionsnecessaryto complywithappli-
cable laws or rules” (MinnesotaStatutes256.045, subdivision4a). The
Commissioneralsohasthepowertoexercisediscretioninframingrelief:“In
allmattersdealingwithhumanservicescommittedbylaw tothediscretion
ofthelocalagency,theCommissioner’sjudgmentmaybesubstitutedforthat
of the localagency”(MinnesotaStatute256.045,subdivision6).

Eitherthe countyagencyor the personbringingthe appealmay seek
judicialreviewin the statedistrictcourt.

Effectivenessof the Appeal Process
Inthelimitednumberofappealstakensincethelegislatureauthorizedcase
managementappeals,the Commissionerhas demonstratedsomewilling-
ness to issue orderswhich statein detailedterms the actionswhich the
countyagencymusttaketo fulfillthevariousstepsintheappealprocess.A
reviewingcourtuphelda detailedorderwithrespectto assessmentactions
bvnotirwthatthe“draftersoftherulecontemplatedanassessmentprocess.
whichrespondsto variablesuniqueto thehandicappedpersonratherthan
a genericassessmentprocess.”The court notedthe unique needsof this

I individualand concludedthe Commissioner’sorder properlytailoredthe
assessmentprocessto thoseuniqueneeds.

I Specificordersdetailingthe actionto be takenare necessary,for the
standardsin the case managementrule are just that, standards,not aI
detailedblueprintspeci~nghow casemanagementactivitymustbeunder-

1
I takenin eachcase.No rule couldincludeall of the detailedspecifications
I applicableto a particularperson.

The Commissioner’sorders, however,tend to focus on one step or
anotherinthecasemanagementprocesswithoutviewingthecasemanage-!
ment processas a whole. In this respect,the CommissionermirrorstheI

actionsof countyagencies.Countyagenciestendto focusuponthediscrete
stepsin thecasemanagementprocesswithoutconsiderationofthepurpose
which case managementis to serve-provision of serviceswhich meet
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individualneedsin theleastrestrictiveenvironmentandin a cost-effective
manner.The appealprocesswill workeffectivelyonlywhenthe Commis-
sioneranalyzesthestandardsforeachstepinthecasemanagementprocess
inlightoftheoutcomerequiredtobe achievedbythatprocess.Forinstance,
therequirementforassessmentsmustbe viewedin termsof whatinforma-
tion aboutthe individualneedsto be obtainedin orderto developan ISP
whichwillidentifythetype,amount,andfrequencyofallneededservicesas
is requiredby the rule.Furthermore,the assessmentprocessis a building
blockfor the developmentof short-termobjectivesin the IHP.

TheCommissionerhasrecognized,althoughnotexplicitly,therelation-
ship betweenidentiilcationof the type, amount,and frequencyof service
needsintheISPandtheserviceauthorizationprocessbyprovidingthatthe
ISPmustidenti~ thecompetencyrequiredto delivertheneededserviceso
that the casemanagercan makethe serviceauthorizationdetermination
required-that theproviderisable to deliverservicesinaccordancewiththe
ISP.However,theCommissionerhasnot,indecisionsissued,articulatedthe
analyticframeworkthatis essentialfor thoughtfidimplementationof the
casemanagementprocess.

Any attorneywho has been involvedwith legal actions,whetherin
federalor state courtor beforeadministrativeagencies,soon learnsthat
detailedordersspeci~ng actionto be takenby governmentpersonnelare
notself-enforcing.Oneproblemis,inpart,thelackofcasemanagerswiththe
prerequisitetrainingandexpertisetodothejob.A secondproblemisthesize
of the casemanager’scaseload.A thirdproblemis, in someinstances,the
lackofadministrativesupportwithinthecountyagencyfora casemanager
who seeksto do thejob right.The Minnesotaappealsprocessleadsto an
orderbytheCommissioner,butthepersonbringingtheappealhasnoready
remedy against an agency which does not comply. (The failure of the
Departmentof Human Servicesto exercise its enforcementpowershas
alreadybeennoted.)CourtactionisnecessarytoenforcetheCommissioner’s
order.In the meantime,the countyagencyhas little to lose by failingto
complywiththe order.

ChallengingProfessionalJudgment
If a countyagencyhasfailedto do particularassessments,to writeanISP,
or to developan IHP,a casemanagementappealorderwhichrequiresthat
theassessmentbedone,orthatanISPorIHPbecompleted,willnotbelikely
to threatencountyagencyor providerpersonnel.The ruleclearlyrequires
thisaction.Thefactthatthenecessaryactionhasnotbeentakencannotbe
disputed.The responsiblecase managermay be chagrinedthat required
stepsin the casemanagementprocesswerenotcompleted,but thereasons
for failingto do somaybe perceivedas impersonalfactorssuchascaseload
sizeandothertimecommitments.

Thissituationis differentwhentheissueis thequalityof assessments,
ISPSor IHPs. The situationis also differentwhen fimdamentalissues
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regardingqualityofservicesprovidedareraised.Inthosecircumstances,the
professionalperformanceof case managersand providerpersonnelis di-
rectlyat issue.Theirwork productand performanceare scrutinizedand
challenged.Thisscrutinyheightenstensionandcancauseanimosityinthe
adjudicativeprocess.

TheMinnesotastatuterequiresanalysisofprofessionalperformancein
theappealprocess.Whethercasemanagementserviceshavebeenprovided
“inaccordancewithapplicablelawsorrules”orwhetherservices“havebeen
deliveredin accordancewiththe lawsandrulesgoverningthe provisionof
thoseservices”(MinnesotaStatutes256.045, subd.4a) can onlybe deter-
minedbycomparingactiontakenbytheresponsibleprofessionalpersonnel
with regulatoryand statutorystandards.In this respect,adjudicationof
theseissuesundertheMinnesotaappealsstatutedifferfromchallengesto
professionaljudgmentin a constitutionalcontext.

The UnitedStatesSupremeCourt,in Youngberg U.Romeo, ruledthat
deferencemustbegivento professionaljudgmentbycourtsdecidingconsti-
tutionalissues.Courtsarerequired,inthatcontext,toconsiderdecisionsby
professionalsas presumptivelyvalidunlessthe decisionwas“sucha sub-
stantialdeparturefrom acceptedprofessionaljudgment,practiceor stan-
dardsastodemonstratethatthepersonresponsibleactuallydidnotbasethe
decisiononsuchajudgment”Youngberg U.Romeo, 457 U.S.307,323(1982).
Thisstandarddiffers,however,fromastandardwhichrequiresprofessional
decisions,whetherby case managersor by providers,to be scrutinizedin
termsof compliancewithregulatoryrequirements.

It is crucialthatpersonswithdevelopmentaldisabilitieshavea forum
in which issuesaboutqualityof servicecan be posedand decided.When
serviceneedsarenotmetin theleastrestrictiveenvironmentandin acost-
effectivemannerasrequiredby the Minnesotacasemanagementrule,the
personentitledto thoseservicesmustbe ableto challengethe professional
decisionsmade(ornotmade)whichhaveledtoinadequateservicedelivery.
TheDepartmentof HumanServices,asthe administrativeagencyrespon-
sibleforpromulgationandenforcementoftherule,istheappropriateagency
to establishan appealmechanismto resolvethese issuesof professional
performance.Therewill,however,besomeprofessionalbloodshedalongthe
way.

A real issue is whetherthe challengeto professionaljudgmentin the
appealsprocesswillmakeit morediflicultto achievethechangesin service
deliverynecessaryforthedesiredoutcometoberealized.Casemanagersand
serviceprovidersreactdifferentlywhenchallengedinthisway.Somestrive
todoabetterjob. Somebecomeimmobilized.Otherssimplyquit.Accounta-
bilitythroughan adjudicativeprocesscancreatenewproblems.

Asatacticalmatter,theadvocateorattorneymustbeprofessionalinthe
hearingprocess.Thoroughinvestigationandresearchareessential.There
is no excusefor lackof preparation.Thereis alsono excusefor anylackof
civilityinthehearingprocess.Thefactremains,however,thattoprovelack
of qualityservicesoftenrequiresproofof professionalincompetence.
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The reliefsoughtin the hearingprocessmust,therefore,addressthis
rootcauseof inadequateservice.An orderwhichdirectsa casemanagerto
performtaskswhichthecasemanagerdoesnotknowhowtoperformwillnot
ensure that needed serviceswill be provided.Similarly,an order that
requiresthe countyagencyto arrangefor serviceswhichmeetindividual
needs is fruitlessif serviceproviderpersonnellack the skills to provide
neededservices.

The Minnesotaappealsstatuteprovidesthat the Commissionermay
order county agencies to take those actions necessary to comply with
applicablelaws and rules.A majorissue,not yet decided,is whetherthe
Commissionerwill determinein the appealprocessthat it is necessaryto
requirecountyagenciestoprovideneededtrainingandtechnicalassistance
tocasemanagers.A relatedissueiswhethertheappealprocesscanbe used
to requirecounty agencies,in the serviceauthorizationand contracting
process,to identifydeficienciesin performanceby the serviceproviderand
to require the technical assistanceand training the provider and the
provider’sstaffneedto accomplishthejob. Thelegalframeworkto impose
theserequirementsis presentwithinthe rule.As a practicalmatter,the
desiredserviceoutcomeswill not be achievedunlesstechnicalassistance
andtrainingarerequiredfor bothcasemanagersandserviceproviders.

Intheory,thereareprobablybetterandlesspainfulwaystoachievethe
changewhichisnecessaryin thequalityof serviceprovidedtopersonswith
mental retardation.County and state agencieswhich are committedto
provisionof qualityservicesshoulddevelopinternalqualitycontrolproce-
dureswhichwill leadto changesin thequalityof serviceswithouttheneed
forpromptingthroughanadversarialprocess.Thatdayhasnotyetdawned
inMinnesota.Aforumforchallengingthequalityofserviceonanindividual,
case-by-casebasisis an essentialpartof a qualityassurancesystem,for it
allowssystemicissueswithregardto casemanagerandproviderperform-
ancetobeaddressedinacontextwhichfocusesonthecrucialissue-meeting
thatindividual’sneedsin the leastrestrictiveenvironment.
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CHAPTERIX

P.L. 99-457- Challenges and
Changes for Early Intervention

CarlaPeterson- Universityof Minnesotal

u1
arlyinterventionservicesfor childrenwithspecialneedsandtheir

familieshavebeenwidelyestablishedin thelatterhalfof the1980’s.These
effortswerepromptedprimarilyby passageof the Educationof the Handi-
capped Amendments(P.L. 99-457) in 1986, which representsthe first
national policyto provideservicesto veryyoungchildrenwithdisabilities.

Providingappropriateservicesto infantsandtoddlershasproventobe
achallengingtask.Bydefinition,thispopulationisuniqueinmanyrespects
andtailoringservicesto reflectthishasbeennecessary.Tasksundertaken
to guide the developmentof early interventionefforts have built upon
previouswork in severalfields,have requiredlevels of interdisciplinary
cooperationpreviouslyunused,and have causedprofessionalsto rethink
approachesto servicedelivery.

PublicLaw99-457holdsmajorimplicationsforpolicydevelopmentand
implementation,provisionof interventions,and strategiesfor delivering
services.This chapterdiscussesthese implicationsand some historical
factorswhich led to its adoptionas nationalpolicy.A major focus of the
chapterwill be on the IndividualizedFamilyServicePlan(IFSP)because
thiswill illustratethemanypracticalconsiderationsneedingexamination.

HISTORICAL PERSPECTIVES ON THE PASSAGE OF P.L. 99-457

Servicestoinfantsandyoungchildrenwithspecialneedshavebeenprovided
forsomeyearsbyavarietyofagenciesinamyriadofways.However,services
toyoungchildrenandtheirfamilieshavenotbeenuniversallyavailableand
there has been little consistencyin either philosophyor approachfrom
programto programor areato area(White& Caste,1989).

At leastthreedifferentpurposesfor providinginterventionfor infants
with developmentaldisabilitiesand their families,each stemmingfrom

IPrepamtion of this manuscript was supported by U. S. Department of Education Gmnt N.
Go08730527-89, to Vanderbilt Universityand the UniversityofMinnesota and by Administra-
tion on Developmental Disabilities Grant No. 07- D0282 to the University of Minnesota.
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differentunderlyingrationale,continuetobeidentifiedtoday(Odom,Yoder,
&Hill,1988).Oneidentifiedpurposeispreventionofeventualdevelopmen-
tal delaysif servicesare initiatedsoonafterbirth.A secondpurposeis to
directlyeffectchangesintheinfant’sdevelopment,behavioralrepertoire,or
relationshipswithcaregiversinthebeliefthatthesewillprovebeneficialto
the infant’soveralldevelopmentalcourse.Lastly,someprogramsare de-
signedto positivelyaffectthe infant throughsystemicchangewithinthe
family.

Today,earlyinterventionprogramsaremostoftendesignedto address
theneedsofyoungchildrenandtheirfamilymembersfromtheperspective
ofthethirdpurpose.Themovetowardthis“familysystemsperspective”has
roots within at least three importantmovementsin American society,
specifically,toimproveandexpandservicesforpersonswithdisabilities,to
fullyintegratepersonswithdisabilitiesandtoexpandparentalinvolvement
in theirchildren’seducation.

Earliestservicesfor youngchildrenwith disabilitiesweredesignedto
rehabilitatefunctionalandcognitiveskillsdeficits.Untilthe latterhalf of
the1960’s,servicedeliverysystemswerefocusedondirectinterventionwith
children.Onlylaterwastheinteractionbetweenchildandcaregiverclearly
acknowledgedas an importantforce in a child’s development.However,
therewerenorealguidelinesormodelsforusewithveryyoungchildrenand
professionalswereforcedtorelyontechniquesthathadbeendevelopedfor
usewitholderchildrenandadaptedforusewithinfantsandtoddlers(Smith,
1988).

Priorto the 1950’s,attitudestowardbothpersonswithhandicapsand
their parentswere largely negative.Beginningin that same decade, a
movementtowarda morehumanitarianand optimisticview of disability
gainedmomentum,largelyduetoeffortsofparentsjoiningforcestodemand
improvedservicesfor theirchildren(Benson& Turnbull,1986).

Duringthe 1960’s,thestronginfluenceonachild’sdevelopmentplayed
by familycircumstances,aswellastheimportanceof earlydevelopmenton
long term outcome, drew attentionand fueled debate in the scientific
community(Hunt, 1961; Bloom, 1964; Bronfenbrenner,1974). Concur-
rently,pressureto providecompensatoryeducationforeconomicallydisad-
vantagedchildrenbegantobe appliedin thejudicialandlegislativearenas
(Turnbull & Winton, 1984).Ultimatelypublic policy and practice were
affected,resultingin the authorizationof ProjectHead Start, especially
signflcant as it incorporatedthe first requirementsfor parentalinvolve-
ment.

The perceivedneed for parentalinvolvementin early childhoodpro-
gramswas arguedfrom many differentperspectives,however.Some re-
flecteda deficitmodel,in whichparentswereviewedas lackingessential
child-rearingknowledgeand skills(Foster,Berger& McLean,1981)or as
having politicallybased deficits(Valentine& Stark, 1979)..Some repre-
sentedthebeliefthatinterventionwithparentswouldbenefitnotonlythe
targetchild,but also otherchildrenin the home(Gray,1971;Goodson&
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Hess,1975).Someviewedparentsasconsumersof andpotentialadvocates
forearlychildhoodprograms(Lillie,1975)andas suchhavingthe rightto
involvementand assurancethat serviceswere consistentwith their own
values(Yawkey& Bakawa-Evanson,1975).Still otherssaw parentalin-
volvementas importantfor consistencyand as an aid in the transferof
learningacrossenvironments(Lillie,1975;Hayden,1976).

Researchfindingson humanattachmentbehaviorprovideadditional
supportfor parentalinvolvement.Longitudinalstudieshave highlighted
thatlongterm,negativeconsequencesin social,intellectual,and affective
developmentare often associatedwith poor qualityattachmentrelation-
shipsbetweeninfantsandtheirmothers(Erickson,Sroufe&Egeland,1985).
Also,infantswithhandicapshavebeenshowntobedeficientinthebehaviors
thatfacilitatebothinteractionwithmothersandsecureattachment(Ramey,
Bell& G-Owen,1980).

ThepassageofP.L.94-142,themostsignificantlandmarkeventshaping
parentalroles,was both a culminationand reflectionof prioreventsand
perspectives(Benson & Turnbull, 1986). The primary role expectedof
parentswasthatofeducationaldecision-maker.Itestablishedguidelinesfor
educationalagenciesregardingparentalnotification,consent,anddecision
makingwhich,in actuality,providedparentswiththe authorityto protect
theirchildren’srights.Thesecondaryroleset forthfor parentswasthatof
intervener.

In passing P.L. 91-142, Congressmade two assumptionsregarding
parentalinvolvement.Thefirstwasthatitwouldincreasetheassuranceof
students’rights,andthesecondisthattheeducationalprocesswouldextend
intothehome,therebyincreasingthecontinuityandeffectivenessof educa-
tional programs.The students,however, continuedto be seen as the
beneficiariesandfoci of theseefforts(Benson& Turnbull,1986).

In 1986,the UnitedStatesCongresspassedPublic Law 99-457,the
EducationoftheHandicappedActAmendments.Thisimportantadditionto
P.L. 94-142has calledfor an expansionof parents’roles in both decision
making and interventionactivities,with parentsviewed as part of the
interventionteam.In additionto this,theverynotionof earlyintervention
hasbeenexpandedfromprimarilyachild-centeredfocusto aconcentration
onchildrenandtheirfamilymembers.Parentsand/orotherfamilymembers
may now themselvesbe the targets or recipientsof interventionsand
services.Thislawcallsforidentificationof eligiblechildrenbelowtheageof
three, and the expansionof servicesbeyondthose of education.Instead,
manydifferenteducational,health,andsocialserviceagenciesarecharged
with working cooperativelyto develop and implementan effective and
eflicientplanto addresstheneedsof eachfamilymemberindividuallyand
the familyunitas a whole.

IMPLICATIONS OF P.L. 99-457
Representingthe first nationalpolicy to provide servicesto very young
childrenwithdisabilities,theprovisionsofP.L.99-457departfromprevious
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policiesintwomajorways.Namely,theyarefamily-centeredinnature,and
theyemphasizeinteragencycollaboration(Smith,1988).UnderP.L.99-457,
servicesareaimedatanentirefamilyratherthanfocusedononlythechild
withspecialneeds,thusacknowledgingthelong-termbenefitssupportcan
offertoboththechild’sdevelopmentandtheoverallstrengthof the family.
Secondly,the law mandates a statewidesystem of early intervention
servicesratherthanestablishingspecificservices.Centralto thisdelivery
model is the establishmentof InteragencyCoordinatingCouncils(ICC’s)
chargedwithdevelopingspecificimplementationproceduresappropriatefor
the uniqueneedsandresourcesof eachstate.

A myriadof servicesmustnowbe madeavailable,frombirthon,to all
childrenwith specialneedsandtheir families. The provisionsregulating
theseserviceswillbedifferentiallyviewedaseitheraradicaldeparturefrom
previouspoliciesorasanincrementalchangedependingonone’sperspective
(Raus, 1990).While traditionally,policieshave maintaineda hands-off
approachto public interventionin the lives of families not otherwise
identifiedashavingproblems,P.L.99-457requiresthatthechildandfamily
beviewedasaunit.Thismakesitpossible,ornecessary,dependingonone’s
perspective,to address the needs of individualsas well as the family
collectively,ratherthanseparately.Whilethisrepresentsa departurefrom
previouspolicies,it doesreflectcurrentprinciplesof bestpractices.

Bothparentalinvolvementin child developmentprogramsand inter-
agencycooperationhavebeenencouragedin the past,primarilyin family
supportandearlychildhoodprograms.Earlychildhoodprofessionalscon-
tendthatparentalinvolvementintheirchildren’sprogrammingisneededif
maximumdevelopmentalgainsaretobeachievedandmaintained(Welsh&
Odum,1981).A reviewof21earlyinterventionprojectsprovidesevidenceof
this philosophy’swidespreadacceptanceby revealingthat S1% of these
projectsinvolvedparentsto a substantialdegree(White,Mastropieri,&
Caste,1984).

Earlyinterventioneffortsaimedat supportingparentsin theirrole as
thechild’sprimaryteacherandcare-giverandatstrengtheningtheparent-
child relationshipappear to be particularlybeneficial(Welsh & Odum,
1981).Additionally,effortstowardgoalssuchas thesewouldappearto be
bestsupportedby interagencycooperation.Now,asillustratedby thecom-
ponentsofP.L.99-457,bothparentalinvolvementandinteragencycoopera-
tion in the design and deliveryof servicesare mandatedfor all eligible
childrenthroughagetwo.

REQUIREMENTS OF PUBLIC LAW 99-457

P.L.99-457contains14minimumrequirementswhichmustbe uniformly
followedthroughoutthe nation.Listingthese will help to illustratethe
flexibilityallowedstatesintheactualdevelopmentofguidelinesforservices.
Thekey componentsof P.L.99-457,PartH, includethe following:

1. Definitionof developmentaldelay.
2. Timetablefor availabilityof services.
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3.

4.

5.
6.
7.

8.
9.
10.

11.
12.

13.
14.

Comprehensivemulti-disciplinaryevaluationof needsof children
andfamilies.
Individualizedfamilyserviceplanwhichincludescasemanage-
mentservices.
A comprehensivechild-findandreferralsystem.
Publicawarenessprogramto focuson earlyidentification.
A centraldirectoryof services,resources,stateexperts,research
anddemonstrationprojects.
A comprehensivesystemof personneldevelopment.
A singleline of authorityto a leadagency.
A policyfor contractingor makingarrangementswithlocal
serviceproviders.
A procedurefor timelyreimbursementof funds.
Proceduralsafeguardsspecifyingparentalrightsto consent,
involvementin assessmentandprogramming,anddueprocess.
Policiesandproceduresforpersonnelstandards.
A systemfor compilingdataregardingthe state’searlyinterven-
tionpolicies,programs,andservices.

WhilethecomponentsofP.L.99-457providegeneralparametersforimple-
mentingthe state’seffortsmanyquestionsare,asyet,unanswered.

POLICY DEVELOPMENTAND IMPLEMENTATION

PassageofP.L.99-457createdtheimpetusforeachstatetoexamineservices
currentlybeingprovidedto youngchildrenandtheirfamilies,andto plan
futureservicesconsideringtheparticularstrengthsandresourcesavailable
in eachindividualstate.Thistaskwasto be accomplishedvia the workof
StateInteragencyCoordinatingCouncils.

Thelawrecognizesthefactthatearlyinterventionservicesvarygreatly
from stateto state.Therefore,statesare allowedto capitalizeon existing
strengths,as well as on current and projectedefforts in meeting the
requirementsof P.L.99-457.

STATE ORGANIZATION

The first taskin implementingP.L. 99-457is for each state’sgovernorto
designatea LeadAgencyandestablishanInteragencyCoordinatingCoun-
cil. States are alloweddiscretionwith respectto designationof a Lead
Agency,whichisresponsibleforoveralladministrationoftheprogram/s.All
statesandthe Districtof Columbiahave designateda LeadAgency. The
mostfrequentlynamedare Education(20 states),Health(15 states),and
HumanServices(14 states).On average,everystatelisted3 to 4 agencies
withprima.ryresponeibilityformanagingservicesforyoungchildren(Meisels,
Harbin,Modigliani& Olson,1988).
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ThelawalsoestablishedInteragencyCoordinatingCouncils.TheCoun-
cilsare to be composedof all relevantagenciesprovidingservicesto young
children,aswellasrepresentativeconsumersandproviders.TheCouncils
arechargedwithassistingin thedevelopmentandimplementationof state
policies,andadvisingthestatebyprovidingsuchservicesasassistancewith
developmentof interagencyagreementsand identificationof resources
(ERIC,1988).

Eachstatehasbeenrequired,viatheprocessoutlinedabove,toadopta
publicpolicyprovidingforallcomponentsofa statewidesystemforprovision
ofearlyinterventionservicestoeligiblechildrenandtheirfamilies.Todate,
allstateshavebegunworkonimplementingtherequirementsofP.L.99-457.

IDENTIFICATION OF POPULATION TO BE SERVED

Regulationsoutlinedin PartH of P.L.99-457weredesignedto supportthe
developmentofstate-widesystemstoprovideservicestoyoungchildrenwith
specialneeds(Smith,1988).Thisprocessrequirestwo decisionsrelatedto
definingthepopulationto be served.First,the definitionof developmental
delaymust be establishedto determineeligibilityfor services.Secondly,
states are affordedthe option of expandingeligibilitycriteria to serve
childrenfromriskcategories.

Clearly,thereis a directrelationshipbetweenthebreadthof eligibility
criteriaandthenumberof childrenidentifiedas eligiblefor service.Smith
&Strain(1988)suggeststhatvariationsindefinitionofdevelopmentaldelay
couldresultin greatdifferences- asmuchas l~oto 20%- in theprevalence
of eligiblechildren,betweentheagesof Oand2, identifiedashavingspecial
needs.

Followingfromthisstepistherelationshipbetweennumbersofchildren
servedandtheamountofmoneyavailableto fundservicesforeachindivid-
ualchild.UnderP.L,99-457,servicesmustbeavailabletoeachchildmeeting
the eligibilitycriteria.Currentevidenceindicatesthat funding for this
legislationwasbasedon esti tes of childrenneedingserviceswhichhas

3alreadyproventobetoolow(Ba ett,1988).Thus,decisionsabouteligibility
willultimatelydeterminenotonlythe numbersof childrenreceivingserv-
ices,but alsothetypesof serviceswhichmaybe availableto eachchild.

SERVICE DELlVERY

Actualserviceswillcontinuetovaryconsiderably,in considerationofmany
factors ranging from the resourcesand needs of individualfamilies, to
previouslyestablishedprogramsand procedures,and to the restrictions
imposedby geographiclocation.P.L.99-457allowsformaximumflexibility
inbothdesignanddeliveryof services.However,it is requiredthatservices
toanyfamilywillbeguidedbyanIndividualizedFamilyServicePlan(IFSP)
andthat a casemanagerwill be namedto assisteachfamilythroughthe
implementationof thatplan.In reality,IFSP’Sandtherolesplayedbycase
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managerswillbe,inandofthemselves,areflectionoftheextenttowhichthe
policiesspelledoutby P.L.99-457havebeenimplemented.

IndividualizedFamily Service Plans (IFSP’S)
The IndividualizedFamilyServicePlan(IFSP)is patternedsubstantially
afterthe IndividualizedEducationalPlan(IEP)whichhascometo be seen
as the documentguidingthe deliveryof mostspecialeducationservicesto
childrenand youth with handicaps.An IFSP is very similarto an IEP;
indeed, it contains many of the same features except for two primary
characteristics.Itoutlinesservicestobeprovidedto anentirefamilyrather
than only to the child(ren)with specialneeds, and it may call for those
servicesto be providedby multipleagencies(Smith& Strain,1988).

LiketheIEP,anIFSPmustbe developedby aninterdisciplinaryteam,
with all involvedpartiesbeing fairly representedbefore servicesmay be
initiated.AlsolikeanIEP,itcontainsinformationaboutcurrentfunctioning
levelsanddevelopmentalgoals,althoughthisinformationisprovidedforthe
familyaswellasthechild.Methodstobeusedtomeasureprogress,services
and how those are to be provided,projecteddates for implementingthe
serviceplan,andresponsibilityfor monitoringthe planare alsoincluded.

Accordingto P.L.99-457,theIFSPmustcontain:(1)a statementofthe
child’spresentlevelsof development(cognitive,speecManguage,psychoso-
cial,motor,andself-help);(2)astatementofthefamily’sstrengthsandneeds
related to enhancingthe child’s development;(3) a statementof major
outcomesexpectedto be achievedfor the childandfamilyandthe criteria,
procedures,andtime-linesfor determiningprogress;(4) the specificearly
interventionservicesnecessaryto meetthe uniqueneedsof the child and
familyincludingthe method,frequency,and intensityof services;(5) the
projecteddatesforinitiationof servicesandexpectedduration;(6)thename
of the casemanagerwho willbe responsiblefor the implementationof the
plan; and (7) proceduresfor transition from early interventioninto a
preschoolprogram.

IMPLICATIONS FOR IMPLEMENTING IFSP’S

The developmentandimplementationof IFSP’Shavemanyimplications-
bothforthechildrenandfamilieswhowillbeservedandfortheprofessionals
workingwithfamilies.TheIFSP’Sspeci~ theassessedstrengthsandneeds
of individualchildren and families, the actual servicesto be provided,
providersof thoseservices,proceduresto be used,andpersonsresponsible
formonitoringthe plan’sprogress.

ManychallengesremaininimplementingtherequirementsoftheIFSP.
Included are the developmentand disseminationof reliable and valid
assessmentinstruments,thecoordinationof communityresourcesin order
todeliverservicesin anefficientmanner,andthetrainingofpersonneltofill
variousroles.However,overarchingall theseis the apparentnecessityto

I
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viewearlyinterventionas a collaborativeprocessandworkto makeactual
servicesreflectthisperspective.

THEORETICAL OVERVIEW

If we are to fulfill the spirit of P.L. 99-457, the deficits model theory
underlyingmuch of specialeducationis not likely to serve us well. This
approachimplies that families are not functioningadequatelyand are
displayingdeficitsin needof remediation.Ithastwoseriouslimitationsfor
guidingservicedelivery.‘l%ismodeldoesnotprovideguidelinesforresolving
conflicts,whichmayariseasseveralneeds,bothwithinandacrossindivid-
ualfamilymembers,areidentifiedforintervention.Neitherdoesit provide
guidanceindesigningandselectingmeansformeetingneeds.Identification
of needsis onlythe first steptowardmeetingthem,andthe familiesto be
servedmayoftenhaveseveralneedswhichallwarrantintensive,systematic
programmingandthus,competewithone anotherfor attention(Kaiser&
Hemmeter,1988).

Inplaceofaneeds-basedmodel,manyresearchershavedrawnuponthe
familysystemsperspective(Minuchin,1974;1985)and the valuesframe-
work(Hobbs,Dokecki,Hoover-Dempsey,Moroney,Shayne&Weeks,1984)
to recommendboththeoreticaland proceduralguidelinesfor currentand
futurepractice(Benson&Turnbull,1986;Bristol&Gallagher,1982;Dunst
& Trivette, 1988;Dunst, Leet & Trivette,1988; Dunst, 1985;Kaiser &
Hemmeter,1988;Odom,Yoder& Hill, 1988).Thisperspectiveis socialand
relationalas opposedto beingindividualand absolute.Withinthisframe-
work a familyis morethana collectionof individualsoccupyinga specific
physicaland psychologicalspace together.Rather, it is a natural social
system(Goldenberg& Goldenberg,1980).

Extendingthefamilysystemsmodel,individuals,families,schools,and
societyare all partsof a system.The “fit” betweencomponentparts is a
critical concern.Family-basedinterventionsthen, must be designedto
supportoptimaldevelopmentofthetargetchildandotherfamilymembers,
strengthenthe familyunit,andcontributeto thegoodof thelargersociety.
In addition,they must be in accord with the values of the family, the
intervenor,andthe agencyemployingtheintervener(Kaiser&Hemmeter,
1988).They must also reflect broad societalvalues such as that of full
integrationfor peoplewithdisabilities.

SETTING PERSPECTIVES — CASE MANAGEMENT

Dunst,Trivette&Deal(1988)havebeenleadersincallingforwhathasbeen
namedan “enablingandempowering”approachto workingwith families.
Theirprimaryrecommendationformovingthisfromtheorytopracticeis to
havecasemanagersandinterventionistsadoptthisattitudeandreflectit in
theirwork.

Theenablementandempowermentapproachassumesthatindividuals
and familieswith specialneeds have existingstrengths,as well as the
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capacity to become more competent(Dunst, Trivette & Deal, 1988). In
addition,it encouragesfamilymembers,bothindividuallyandcollectively,
to assumean activeratherthanpassiverolein theprocessandfunctionas
independentlyas possible.Casemanagementwithinthe enablementand
empowermentapproach,asinotherapproaches,doescallfortheintegration
andcoordinationof servicesand/orsupportsin responseto individualand
familyneedsbut specificallyemphasizesdoingso in ways that empower
familymembersto becomeas independentandself-sustainingas possible.

P.L.99-457statesthatanIFSPmustnamea casemanagerwhowillbe
responsibleforimplementingtheplanandcoordinatingserviceswithother
agenciesandpersons.Casemanagementgenerallyrefersto the functions
neededtomobilizeresourcesandmeetindividualandfamilyneeds(Austin,
1983).In large part, the role has evolvedin responseto rapid growthin
humanserviceprogramsthathasoftenresultedin fragmentedanduncoor-
dinatedservices.Casemanagementhasreceivedemphasisinthehealthand
humanservicearenas,but it is a relativelyunfamiliarconceptfor educa-
tional agencies (Odom,Yoder & Hill, 1988).Thus, clear guidelinesfor
implementingqualitycase managementservicesfor very young children
andtheirfamilieshavenotyet beendeveloped.

PROCEDURAL RECOMMENDATIONS

Theenablementandempowermentapproachtoearlyinterventionisclearly
in alignmentwiththefamilysystemsperspective.It is furthersupportedby
specialeducationresearchfindingswhichhave shownthatparentsdo not
wantto havetheirrolesdelineatedby othersandthatfamiliesoftenneed
multiple support services. Embracingthis approachwill necessitatea
rethinkingof commonlyusedprocedureswhen developingIFSP’S(Dunst,
Trivette& Leet,1988).Accordingto thesewriters,if IFSP’sareto function
effectively,theymustbefluidasopposedtostatic.Thatis,theymustpermit
frequent modificationof goals, methods, and outcomesin response to
changingfamilyneedsand/orsituations.

Fromresearchandclinicalefforts,Dunst,Trivette& Deal(1988)have
recommendedsomesimpleandspecificprocedurestobe usedin developing
andimplementingIFSP’s.First,theysuggestthatfamilyneedsandprojects
be recordedcontinuouslyas they are identified.Theseshouldbe statedin
termsof expectedoutcomesandorderedaccordingto the family’sdesireto
meetthe needs.Next,the sourcesof supportto be mobilizedto accomplish
each goal, as well as the particularresourceto be accessedfrom each
individualoragency,shouldbelisted.Theactionstobetakenintheseefforts
mustbestated,andtherolesfamilymemberswillplayemphasized.Finally,
the resultsof interventioneffortsneedto be evaluatedaccordingto their
effectivenessin meetingstatedneeds.Bennett,Lingerfelt& Nelson(1990)
havedevelopedatrainingmanualtohelpprovidersunderstandandrealize
thisenablementapproachto IFSPdevelopment.

Baileyandhis colleagues(1986)have madesimilarrecommendations
but have also addressedthe potentialneed for an intervenerto target
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additional,or alternative,goalsfora family.Theyrecognizethatsituations
may arisewherebya familyis unable to see a particularproblemdue to
attentionon moreimmediateproblems,wherea familymaybe unableor
unwillingto expressa need,or wherethe needsof familymembersmay
actuallybeinconflictwiththepreferencesofanothermember.Insuchcases,
theysuggestgivingprioritytofamilystatedgoalswheneverpossibleinorder
to helpestablishtrustandsecurecooperation.However,theyclaimthatin
somecasesintervenersdohavetheresponsibilityto setalternategoalsfor
families.

If the enablementand empowermentto early interventionservices
approachcouldbe widelyadopted,someimportantissuesstillremaintobe
resolvedin the implementationof IFSP’S.

UnresolvedIssues
CASE MANAGEMENT AND INTERAGENCY COLLABORATION

Two integraland closelyrelatedissues are the mandatefor interagency
coordinationandthenamingofacasemanager.P.L.99-457specifiesthatan
individualmostrelevantto theneedsofa childandfamilybe designatedas
casemanagerandassumetheadditionalresponsibilitiesofservicecoordina-
tion(Campbell,Bellamy&Bishop,1988).However,implicitintheactionis
thenotionthatneitherthispersonnorhis/heremployingagency,necessarily
serveas the only intervenerfor a family.Ratherappropriateand desired
servicesaretobeprovided,inanefflcientmanner,byanynumberofagencies
workingin concert.

A basicframeworkforeffectivecasemanagementis suggestedbyWray
& Wieck(1985).It includesthesefive components:a well-definedprocess,
cleardesignationof caseresponsibility,theavailabilityof goodinformation
about clients and services,clear interagencyagreements,and adequate
resources.A recentstudyof casemanagementfor 169childrenwithspecial
healthcareneedsrevealed,however,thatthesefiveelementswereseldom
allpresent(Patten,Martin,Lindahl,Hestness,Neinen,Threlkeld,Davies,
1989).Theseresearchersfounda substantialamountof informalcoordina-
tion and linkagein the deliveryof serviceswhichthey suggestprovidesa
positivebasefor furtherdevelopmentof organizedcoordinationactivities.

Givencasemanagement’srelativelyuntestedrolein earlyintervention
and the fact thatmultipleperspectiveson casemanagementexist,Bailey
(1989) has identified three issues needing further examination.These
includedecidingwho shouldbest serveas case manager,what skillscase
managersneed,andwhatadministrativeauthoritycasemanagersshouldbe
given.

Specificissuesinnamingacasemanagerwillvarygreatlyinconsidera-
tion of a particularchild and family. Currently,argumentsexist over
whether direct interventionists,such as teachersand therapists,other
professionalssuch as social workers,or parentscan play the role most
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effectively(Bailey,1989).Eventhoughthelawstatesthatthecasemanager
be fromthe professionmostimmediatelyrelevantto the child’sor family’s
needs,thefactthatfamilymembersmayoftenhavemultipleneeds,doesnot
necessarilymakenaminga casemanagera simpletask.

Skillsneededandactualrolestobeplayedforeffectivecasemanagement
arecloselyrelatedissues.By definition,casemanagementwill requirethe
ability-bothin termsof skillsandadministrativeauthority-toworkacross
disciplinesandsettings(Smith,1988).Casemanagersmustbe abletokeep
membersof an interdisciplinaryinterventionteamworkingtogetherwith
eachotherandfamilymembers,andin additionmustbe ableto accessall
familyrecordsamonginvolvedagencies,relevantforintervention.However,
specifictrainingcompetencieshavenotbeenidentifiedto date,andguide-
lines on how case managementwill fit into the overall administrative
hierarchyofearlyinterventionprogramshavenotbeenestablished(Bailey,
1989).

Interagencycollaborationis not an entirelynewconcept,but like case
management,hasnotbeenwidelyusedwithinearlyintervention.As stated
earlier,eachstatehasa leadagencydesignatedandaninteragencycoordi-
natingcouncilinplace,butexactlywhatrolethesecouncilsaretoplayisnot
known. What authoritythey have to secure the cooperationof various
agenciesis alsonotspecificallyoutlinedinP.L.99-457,andtheseissuesare
expectedto be resolvedwithtime.

Somepioneereffortsatinteragencycollaborationhavebeendocumented
andproceduralrecommendationsgivenshouldprovehelpful(Huntze,1988).
Guidelineshave been providedfor agenciesto use in clarifyingtheirown
purposes,establishingcommunicationlines,framingcontracts,andevalu-
atingproceduresandservices.

Analogousto the issueof interagencycollaborationarethoseof service
deliveryand paymentfor services.Flexibilityand responsivenessrather
thanconsistencyarerecommendedinorderforservicestobebothindividu-
alizedandeffkient(Smith,1988;McPherson,1983).Again,documentation
of practicesare available,but widespreadimplementationof coordinated
servicepracticesto youngchildrenandtheirfamiliesis yet to come.

Smith (1988) providesan extensivelist of referencesand resources
which should prove helpful to program administratorsresponsiblefor
securingresourcesto financeservices.Howeveras statedabove,the U. S.
Congressallocatedfundingfor servicesbased upon an estimateof need
alreadydocumentedastoolow.Unfortunately,againserviceprovidersand
policymakersmayverywellbe forcedto developpracticalrulesas theygo
alongbaseduponthe experiencestheyare soonto encounter.

Assessmentand Evaluation
Toaccomplishthe goalsset forthin P.L.99-457,assessmentactivitieswill
alsoneedto becomefamilyfocused.Assessmentof childandfamilyneeds
andstrengths,individuallyandasafamilyunit,aswellastheevaluationof
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interventioneffectiveness,are issuesneedingattentionin thiseffort.Indi-
vidualizedprogrammingrequirescarefuldocumentationofchildren’sdevel-
opmentandthe needsof families(Bailey& Simeonsson,1984).

Bailey(1988)listsseveralfunctionswhichmustbeincorporatedintoan
effectivefamilyassessment.First,it mustcoverimportantfamilydomains
and do so in a mannerwhichrecognizesthe importanceof familyvalues.
Familyassessmentmustallowfor theidentificationof familyprioritiesfor
goalsandservices,varyaccordingto the demandsor typeof program,and
provideregularevaluationof familyoutcomes.An assessmentsuchasthis
mustincorporateinformationfrommultiplesourcesandmeasures.

Bailey(1988)alsospecifiesthe followingfive domainsfor examination
inafamilyassessment:childneedsandcharacteristicslikelytoaffectfamily
functioning,parent-childinteractions,family needs, critical events, and
familystrengths.Effortshavebeenundertakentodevelopinstrumentsand
procedurestoassesseachofthesedomainsandalsotoevaluateintervention
efforts.Whilemanyassessmentinstrumentshavebeendevelopedandused
clinically,their technicalpropertiesvary greatly (Bailey & Simeonsson,
1988).

Onlywidespreadimplementationof familyassessmentmeasureswill
determinetheextentto whichthiscriticalneedhasbeenaddressed.Kraus
(1990)suggeststhatdevelopingstandardizedmeasurementof familyfunc-
tioningwillbechallengingasdevelopmentoftechnicallysoundinstruments
may contributeto differencesratherthanresolvedisagreementsbetween
parentsand professionalsin regardto bothmethodologicalrelevanceand
sensitivityto issuesof privacyandculturaldifferences.

PersonnelPreparation
The critical shortageof adequatelypreparedpersonnelto deliver early
interventionserviceshas been well documented(Meisels,et. al., 1988;
McLauglin,Smith-Davis&Burke,1986;Harbin,1988).Kraus(1990)states
thatlocalearlyinterventionprofessionalsarethe“front-line”implementors
of P.L. 99-457,and as such their trainingand experience,.as well as the
availabilityof effectiveassessmentproceduresand curriculummaterials,
willcriticallyaffecttheimplementationofthislaw.Effortsareunderwayto
fill thisneedforpersonnelandseveralexperiencedresearchershavedevel-
opedbothpre-serviceandin-servicetrainingprograms(Bailey,et.al.,1988;
Bricker& Slentz,1985;Burke,McLaughlin& Valdivieso,1988;Harbin,
1g88).All stressthe needfor trans-disciplinarytrainingandpractice.

A reviewof 40federallyfinded personnelpreparationprojectsrevealed
thattheseprogramshave providedtrainingfor morethan 1000interven-
tionistsduringthelatterhalfof the 1980’s(Bruder&McLean,1988).These
projectshaveconcentratedonprovidingtrainingtospecialeducators,aswell
as relatedservicepersonnelsuchas physicalandoccupationaltherapists,
nurses,socialworkers,speechandlanguagepathologistsandpsychologists.

Manyof thetrainingprojectsreviewedreflectedthe notionthatinfant
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interventionisauniqueenterprisedemandingtrainingspecifictotheneeds
of infantsand families(Bruder& McLean,1988).Trainingrequirements
variedfromprojectto project,but generallyincludedbothcourseworkand
practicumexperiencesdesignedto build competenciesin several areas
includingchilddevelopment,familyinvolvement,assessment,casemanage-
mentandteaming,programplanningandadministration,andevaluation.

Thereisalsoaneedforleadershiptraininginthefieldofearlyinterven-
tion.Theabilityto providesuccessfulearlyinterventionattheservicelevel
willdependonleadershipandpolicieswhicharesupportiveofandconducive
to comprehensiveprogramsdeliveredvia multi-disciplinary,interagency
coordination.Trainingprogramswhichareableto incorporatethe special-
ized knowledgenecessaryto work effectivelyyoung children and their
families,aswellastheadvancedknowledgeandskillsnecessarytocarryout
criticalleadershipand decisionmakingroles in administration,training,
planning,policyanalysisanddevelopment,andresearchareneeded.

Conclusion
Thefill implementationofP.L.99-457willbeachallengeforthenextdecade
andbeyond.At thepresenttime,workcontinuesin everystate.Individual
agenciesare developingandimplementingprograms,interagencycoordi-
nating councils are meetingregularly,and local and state oficials are
forgingpoliciesto guidepractice.

WhileP.L.99-457providesgeneralparameterstoguideearlyinterven-
tion efforts,manyissuesmustbe addressedif the needsof childrenand
families are to be adequatelymet. Early interventionprofessionals,in
concertwithfamiliesandstateandlocalagencies,mustdevelopprocedures
for identificationandassessmentof childrenandfamilies,implementation
and monitoringof servicesincludingboth direct interventionand case
management,policydevelopmentandanalysis,andpersonneldevelopment.

Smith& Strain(1988)suggestthatwelookto ourselves,asprofession-
als,ratherthanto the legislativearenato meetthis challenge.Begiming
stepsshouldincludemonitoringimplementationof P.L.99-457andrelated
statepolicies,aswellasbeingactiveinqualitycontrolefforts.Onlythisway
canwe assurethatnotonlywillthe intentof the lawbe met,but thatbest
practiceswillbeincorporatedandhighqualityservicesdeliveredtochildren
andfamilies.
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“Service Delivery should support not supplant the family”
(EdwardSkarrmlis,1982)

Advocacyandservicedeliverysystemsforpersonswithdevelopmen-
tal disabilitiesandtheirfamilieshave,in someways,usurpedthe placeof
thefamily.At theveryleast,thesesystemshavedecreasedthe significance
of the parents’ role as primary provider in the life of their children.
Frequently,thesesystemshaveplacedpersonswithdisabilitiesand their
familiesin passiveroles with few opportunitiesto expresstheir needs,
reviewalternatives,andmakedecisionsregardingtheirownfuture.

Perhapsone primaryreasonfor this intrusionis an outdated,but still
prevalentperceptionofpersonswithdisabilitiesandtheirfamiliesasunable
to care for themselvesand in needof externalprotection,assistance,and
advocacy.In addition,familieshavealwaysbeenencouragedto seekprofes-
sioncdguidanceandassistanceformostaspectsofadisabledfamilymember’s
life.

The institutionalizationof personswith disabilitiesprovidesa good
example.How were familiesencouragedto sendtheir childrenout of the
home,awayfromthefamily?Theperceptionwasthatpersonswithdisabili-
ties had specialneeds that could not be providedby untrainedparents.
Indeed,parentsof personswithdisabilitieshavehistoricallybeenencour-
agedto put asidetheirinstinctsaboutwhattheyperceiveasbest for their
sonsanddaughtersandfollow,withoutquestion,theadviceofprofessionals.
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CRITERIA FOR CHOOSING A CASE WAGER

Itisgenerallyrecognized,bylawandinpractice,thatparentsarelegitimate
membersofateamof individualsresponsibleforservivceplans.However,it
is almostalwaysassumedthat the team leader or case manager will be
selectedfromtheprofessionalmembersoftheteam.Thispersonmaybe the
socialworker,educator,or developmentalspecialist,butnevertheindivid-
ual andseldomthefamily.

Morton(1988)outlinedseveralcriteriafortheselectionofaperson’scase
manager.Belowsomeof thesecriteriaareoutlinedandreviewedin lightof
a parent’squalificationsto be thecasemanager,below.

The intensity of invoZuement.Thisis clearlyanimportantvariableinthe
selectionofacasemanager.Indeed,thecasemanagershouldbethemember
oftheteamwhoisthemostinvolvedwiththeindividualandtheindividual’s
family.

In most cases, it is the parentswho have the greatestintensityof
involvement.Thisis nota slightto the caringanddedicatedworkof many
publiccasemanagers.However,thetypicalheavycaseloadof manypublic
casemanagersprohibitsa highintensityof involvementfor anyone case.

The number and variety of services nee&d by the chikdand family.
Parentsofchildrenwithdisabilitiesfrequentlymustlearnhowtobeexpert
coordinationspecialists.They must coordinateall the educationaland
medicalservicesneededby the familymember.In addition,theseservices
areusuallyprovidedby differentstate,city,and/orcountyagencies.Even
when a public case managerhas the authorityfor coordination,parents
usuallyendupwiththeresponsibilityforensuringthata familymemberis
gettingwhatis needed.A reviewof specialeducationhistoryclearlypoints
to the role of parentsas the significantadvocatesfor change,Parents,not
publiccasemanagersor otherpublicadvocates,havetypicallyshouldered
theburdenof legislativeandcourtbattles.Manystudentswithdisabilities
wouldnotbe receivingappropriateservicestodayif notfor the advocacyof
theirparents.

Thepreference of the family. Parentsareseldomallowedtochoosetheir
child’scasemanager.Frequently,thecasemanageris identifiedin advance
of team meetings,without any discussionby team members,including
parents,as to who wouldbest serveas the case manager.Althoughit is
recognizedthat someparentsmay not want to serveas their child’scase
manager,parentsshouldat least have the optionto acceptor rejectthe
responsibility.

Accessibility to the family. Accordingto Morton(1988),accessibilityis
“basedupona‘match’betweenchildandfamilyandtheprofessional”(p.13).
Althoughanindividualprofessionalmayhavefrequentcontactwithfamily
members,heor shemaybe a poor‘match’intermsofrealresponsivenessto
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the family’slife.Thisis a significantissuefor the familythatmustbuilda
trustingrelationshipwith the professionalwho will serve as the official
servicecoordinatorfor theirfamilymember.

PARENTS AS CASE WAGERS

“Case management is inherently a simple service-finding out what a family
needs and helping them get it” (Morton,1988,P. 13)

Parentsarefrequentlyplacedin thepositionofknowingwhatservicesthey
needbuthavingtodependuponotherstoensurethattheirchildwillreceive
thoseservices.Theproblemsinvolvedingestingappropriateservicesinvolve
severalissues.First,manyparentsdon’tknowwhatservicesare available
to them. Second,many parentsdon’t know what their legal rights are
regardingtheacquisitionofspecificservices.Third,manyparentsdon’thave
theskillstoadvocatefortheirdisabledchildrentoensurethattheirchildren
receiveappropriateservices.

Fortunately,a growingnumberof publicandprivateorganizationsare
providingparents with the knowledgeand skills necessaryto identify
communityservices,recognizetheir legal rightsregardingthoseservices,
andadvocatefor the provisionof appropriateservicesfor theirfamily.The
objectiveof theseprogramsincludeteachingparentshow to be self-advo-
catesandtheirownfamilycasemanagerby first learninghowthe system
worksandthenlearninghowto effectivelyuse the system.

As self-advocatesandcasemanagers,parentsare empoweredto iden-
tify,communicate,andobtainservicesnecessarytomeettheirfamilyneeds.
Theylearnthattheydon’thaveto dependuponothersto speakforthemon
issuesaffectingtheirlives(Vitello& Soskin,1985).

Two suchprograms,Parent CaseManagement(pCM)andPafinem
inPolicymaking(Partners),areoutstandingexamplesof parenteduca-
tion and trainingprogramswhose goals are to provideparentswith the
knowledgeandskillsnecessaryto becomeparentcasemanagersand self-
advocates.These two programsbasedin Minnesotaare consideredmodel
parenttrainingprograms.They are based upon a philosophythat views
individualsandparentsas the mostsignificantmemberof the team.Both
programsare describedhereto enablereplicationin otherstates.

Parent Case ManagementProject
‘Parents learned the system of services as they used those services while
depending on the professionals and providers of that information. This
dependency facilitated thejuxtaposition of leadership from the parent to the
professional, be it the case manager or a vendor of service” (Thinesen,
McBride,& Lang, 1988,p. 3)

Parents of children with developmentaldisabilitiesliving in suburban
countiesof MinneapolisandSt.Paul,Minnesotaparticipatedin a program
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designedto teachparentshowto be casemanagersfortheirchildren.This
modelwas proposedas an alternativeto the currentcountycasemanage-
mentsystemusedinMinnesota.Inordertoevaluatetheeffectivenessofthis
program,the parentcasemanagerswerecomparedto two controlgroups.
The first controlgroup includedparentswho did not participatein the
trainingprogramorwhohadverylimitedexposuretothePCMtraining.The
second control group consistedof public case managersfrom the local
community;someof the publiccase managersattendedsomeof the PCM
trainingworkshops.

PARTICIPANTS

In the first year of the PCM project,the twelveparentparticipantswere
solicitedthroughnewspaperandnewsletterads,publicserviceannounce-
ments,andphonecalls.Parentsinthecontrolgroup(n=9)wereselectedfrom
thelocalARCmailinglist.Theseparentshadchildrenwithsimilardisabili-
tiestothoseofthe12parentswhoreceivedthePCMtraining.Thepubliccase
managersinthesecondcontrolgroupconsistedofeightcountycasemanag-
ersfromthe localcommunitywhoagreedto participatein theproject.The
countycasemanagerswereall collegegraduates,hadbeencasemanagers
foran averageof 7.4years(range=2.5to 10years),andservedan average
caseloadof 44.8clients.

CASE MANAGEMENT TR41NING AND PRACTICE

Parentsparticipatingin the PCMprojectattendedworkshopsthroughout
the project.Someworkshopswere open to the public and, as previously
stated, a few members of both control groups attendedsome of these
workshops.TrainingwaspresentedbyofficialsfromtheMinnesotaDepart-
mentof HumanServices,psychologists,professionaladvocates,andothers.
Workshopswere presentedover a 7 monthperiodin the form of lectures,
discussions,and readings.Each parent in the PCM traininggroup was
required to participatein a minimum of 40 hours of training. Actual
participationaveraged60hoursperparents(range=41-99hours).

In additionto otherinstructionalreadingmaterials,participantswere
providedwith a Parent Case ManagementTrainingManual, developed
duringthe project.Also,a scholarshipfundadministeredby the localARC
providedfundsfor participantsto attendtrainingprovidedin the commu-
nity.Also availablefromthe local ARC were librarymaterialsand other
resources,includingpersonnel,to answerquestionsand assistin locating
instructionalmaterials.

Trainingtopicsincludedassertiveness,assessmentof needsand serv-
ices,legalissues,IndividualServicePlans,networking,relationshipswith
professionals,servicedeliverysystems,andgoalsandobjectives.Inaddition
to the trainingofferedby the project,participantsattendedpublicwork-
shopsprovidedbyotheragencies.Forexample,classcatalogsandschedules
from a numberof local collegesand universitieswere made availableto
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programparticipants.Theseprovidedadditionaltrainingontopicssuchas
assertiveness,futures planning,co-dependency,supportedemployment,
livingarrangements,andotherissuesrelatedto servicesfor personswith
disabilities.

In additionto training,parentsin the experimentalgroupwerepaired
with their child’s currentcountycase managerand assumedthe role as
ParentCase Managersfor their children.Duringthe developmentof the
child’sIndividualServicePlan,theParentandCountyco-managersnegoti-
ated and dividedtasks and responsibilities.As case managers,parents
playeda greaterrolein the developmentof theirchild’sIndividualService
Plan,monitoredservices,identifiedavailableservices,advocatedand lob-
bied on issues concerningtheir family,collectedprogressdata, and pre-
sentedtestimonyto variousgroupsandagencies.

In manycases,parentsweregivenresponsibilitiesfor taskstheywere
alreadydoing.Significantly,someparentsassumedmoreactiverolesthan
others.As a symbolof the parents’newprofessionalrole andto helpcover
someexpenses,theParentCaseManagersreceiveda stipendof $40.00per
monthfor the 6 monthsof theirtrainingandpractice.

EVALUATION

Theprojectmadecomparisonsarnongthe12parentswhoparticipatedinthe
ParentCaseManagement(PCM)Project,nineparentswhohadlimitedor
no participationin thePCMtraining,andeightcountycasemanagerswho
hadlimitedor no participationin the PCMtraining.

A pre- and post-testquestionnairewas completedby membersof all
three groups.The confidentialquestionnairewas used to collect demo-
graphicdataon all participants,alongwithquestionsregardingattitudes
aboutparentsascasemanagers.Someoftheprojectresearchquestionsand
resultsareoutlinedbelow.

RESULTS

Tou can fool all of the people some of the time and some of the people all the
time, but you can never fool a mother” (Wieck,1989,p. 16).

What effect would parents as case managers have on services for
their family andchildrenf Perhapsthemostimportantoutcomevariable-
this studyidentifieda 3.6 increasein the numberof servicesreceivedper
family,onpre-topost-projectmeasures,fortheexperimentalgroup.Thisis
comparedtoa 2.8increasein thenumberof servicesreceivedfortheparent
controlgroup.

Would compensation and training lead to a decrease in dress and
“burnout?” ParentswhoparticipatedinthePCMtrainingreportedaslight
decreasein levelsof stressfrompre-to post-testmeasures.
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Following training wouldparents feel they could effectively exercise
their natural authority? Comparedto pretestmeasures,parentsin the
experimentalgroupratedthemselvesslightlyhigheron thisvariableafter
theirparticipationin the PCMtraining.The parentcontrolgroupdid not
showa similarincrease.

What duties and relationships would change between parents and
county case managers when parents assumed the case management
role? Parentsstatedmorestronglythancountycasemanagersthatparent
casemanagementshouldbesupported.Thecountycasemanagersindicated
that the duties remainedthe same but their relationshipswith parents
changed positively and that parents and case managersworked more
effectivelyas a team.Elevenparentsindicateda greaterinterestin being
casemanagersfollowingtrainingand 1 reportedno change.In the parent
controlgroup,only1parentindicatedagreaterinterestand4 indicatedless
interest.

What system changes would be identified as necessary to fully imple-
mentparent case management? Threeprimarychangeswereidentified
inresponsetothisquestion.First,countyguidelinesthatidentifythecounty
as the providerof case managementwere consideredthe most significant
problem.Second,guidelinesregardingtheallocationofmonetaryresources
andthelackoffundingwereidentifiedasproblematic.Last,amajorsystem
changeidentifiedtoimprovetheopportunityforparentcasemanagersisthe
abilityfor parentsto authorizeservices.currently, the systemempowers
professionals,notparents,to authorizeservices.

Would the Individual Service Plan developed byparent case manag-
ers be age appropriate, teach fictional skills, and be community
referenced? Ratingsprovidedby bothparentsand countycasemanagers
indicatedsatisfactionwith ISP’Sdevelopedby parents.Parentsgenerally
completedmore assessmentareas, identifiedmore needed services,and
wrote goals and objectivesthat were more behaviorallybased than the
controlgroups.

Wouldparentcase managenwnttraining improve theparents’knowl-
edge about the field of developmental disabilities? Scoreson pre-and
post-knowledgetestsfor 9 out of the 12parentcase managersindicateda
post-testincreasein knowledgeaboutthe field. Scoresfrom two parents
stayedthe same and one decreased.Scoresfor the parent controlgroup
decreasedslightly from pre to post-test,and scores for the county case
managerswerestableacrosspre-andpost-tests.Pre-andpost-testscoresfor
all threegroupsareoutlinedin Table 10-1.

Parentsreportedthattheirgreaterlevelofknowledgemadethemmore
comfortablein workingwiththeir children,easedthe feelingof “helpless-
ness,”andhelpedthemestablishsupportnetworks.
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Partnersin Policymaking
‘The emergence of legal rights for >ersons with disabilities’ has led to
expectations that advocates will be available to defend those rights” (Herr,
1983,p. 211).

Theavailabilityof advocacyservicesforpersonswithdisabilitiesandtheir
familieshasnotkeptpacewithdemand(Herr,1983;Vitello&Soskin,1985).
Personswithdisabilitiesandtheirfamilieshavehistoricallydependedupon
otherstoadvocateontheirbehalf.However,asfamilymembersbecomemore
knowledgeableabout availableservicesand their rights to obtain those
services,they become more empoweredand learned in how to be self-
advocates.

Partners In Policymaking (Partners) was designed to provide
advocacyeducationand training for personswith disabilitiesand their
familiesso that they may obtainappropriateservices,developleadership
potential, and impact on public policy (see Zirpoli, Hancox, Wieck, &
Skarndis, 1989).Manypublicandprivateorganizationsthatonceprovided
primaryadvocacyservicesnowseeself-advocacytrainingasanappropriate
andbeneficialservice.Oneprogram,Partnersin Policymaking,basedin St.
Paul,Minnesota,servedasa modelempowermentandself-advocacytrain-
ing program.Partnersin Policymakingwas a federallyfunded, 3 year
programwithanannualbudgetof$100,000.Theprogramwasdirectedand
staffedprimarilythroughthe MinnesotaGovernor’sPlanningCouncilon
DevelopmentalDisabilities(GPCDD).An overviewof this program,along
withsomeoutcomedatafromfirst-yeargraduates,is providedbelow.

TABLE 10-1
Knowledge About the Disabilities Field-Test Results

True /False Test Results
N Pre-test Post-test

ParentCaseManagers 12 6.7 8.7
ControlGroupParents 9 5.3 4.8
CountyCaseManagers 8 9.4 9.4

Multiple Choice Test Results
N Pre-test Post-test

ParentCaseManagers 12 5.7 6.8
ControlGroupParents 9 4.2 4.2
CountyCaseManager 8 7.8 6.9
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PARTICIPANTS

Thirty-fiveparticipantswereselectedfromapoolofapplicantstoparticipate
in the firstyearof trainingof the Partnersprogram.Thirtyof the partici-
pantswereparentsofyoungchildrenwithdisabilitiesand5wereadultswith
disabilities.Themeanageof the participantswas36 years.The meanage
of theirchildrenwithdisabilitieswas6.5years.

An importantcomponentof the Partnersprogramwastheprovisionof
supportfor the participants,in orderto encourageparticipation,such as
coverageof travel,meals,lodging,respitecare,andchildcareexpenses.In
return, participantswere asked to sign a contract regarding training
attendance,homeworkassignmentsandotherprojectsduringtheyear-long
trainingprogram.

ADVOCACY TRAINING AND PRACTICE

TraininginthePartnersprogramconsistedofthreemaincomponents.First,
thecoreoftheprogramconsistedof eight2-daytrainingsessionsor 16total
daysof directinstruction.Trainingsessionsbeganon Fridaysafter 12:00
noonandconcludedlateSaturdayafternoon.Eachtrainingsessionincluded
guest speakerson a varietyof subjectsincludinghistory,best practices,
federalandlocalpolicymaking,servicesforpersonswithdisabilities,advo-
cacyandadvocacyorganizations,integration,andothertopics.In addition,
the participantsvisitedstateand federalofficials,agenciesand advocacy
organizations.

The secondcomponentof Partnersinvolvedself-instructionthat con-
sisted of the distributionof readingmaterials,homeworkassignments,
personalcontactswithlocal,state,andfederalpolicymakers,attendanceat
meetingsandconferences,andpresentationsabouttheconcernsof persons
withdisabilities.Thethirdcomponentof Partnersinvolvedthecompletion
of a majorprojectsuch as completingan internship,organizingmeetings
withofficials,andso on.

EVALUATION

TheevaluationcomponentofPartnersconsistedoftwoparts.First,partici-
pantswereaskedto evaluateeachweekendtrainingsessionby completing
a preparedevaluationformdistributedat the endof eachsession.

Second,Partnersorganizerscollectedbothpre-andpost-trainingdata
on the type andquantityof advocacyactivitiescompletedby participants.
Pre-trainingdata was collectedsoon after the initiationof training and
consistedof eachparticipantcompletinga surveyregardingtheiradvocacy
activitiespriorto training.Post-trainingdatawascollected6 monthsafter
participantsgraduatedfromtheprogramandconsistedof eachparticipant
completinga surveyregardingthetypeandquantityof advocacyactivities
theyengagedin duringthe 6 monthperiodimmediatelyaftergraduation.
The pre- and post-trainingdata were comparedas one measureof the
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effectivenessof the Partnersprogram.In addition,participantswereonce
againgivenanopportunityto evaluatetheentireprogramby completinga
surveymailedto them.

RESULTS

“Advocacy by as well as for persons with disabilities is now a reality”(Herr,
1983,p. 229).

Onascaleof 1to5,with5beingthemaximumscore,participantsresponded
withameanevaluationscoreof4.40foralltrainingsessionswitharangeof
4.18to4.66forindividualsessions.Onthe6monthfollow-upsurvey,57%of
theparticipantsratedtheprogramas“excellent,”37%as“verygood,”and6%
as ‘good.”Also,829tostatedthat“I wasveryprepared,”and 17%responded
with “I was somewhatprepared,”when askedhow the Partnersprogram
preparedthemto be effectiveadvocates.

Regardingadvocacyactivities,all post-trainingmeasureswerehigher
thanpre-trainingmeasures.Forexample,post-trainingmeasuresindicated
that8090of participantswereservingon a committeeor commission,68%
had been in contactwith nationalofficials,83%had been in contactwith
stateandlocaloflicials,and5790had madeoffk visitsto publicofficials.
These and other advocacyactivitiesby Partnersgraduatesduringthe 6
monthperiodaftergraduationareoutlinedin Table 10-2.

Summary
The ParentCaseManagementprojectdemonstratedthat,whengiventhe
opportunity,someparentsmaywelcomethechanceto serveastheirchild’s
case manager.In this study,parentswerepairedwithpubliccountycase
managersand,asaresult,theirchildrenreceivedmoreservices,parentsfelt
empowered,moreknowledgeable,andlessstressedfollowingtheirpartici-
pation in the project.And the county case managerspointedto a more
positive,cooperativeworkingrelationshipwith parentsas a resultof the
project.

The use of parentsas case managers,augmentedby the provisionof
appropriatetrainingandsupport,is seenby manyas a workablemodel.In
manycases,thismodelsimplylegitimizesthe roleparentsalreadyplayin
obtainingandcoordinatingthe deliveryof servicesfor theirchildren.

Partnersin Policymakinghas completedtrainingfor two additional
groups of parents and adults with disabilitiesduring 2 more years of
funding.Resultsfromthese2yearsofadvocacytrainingareaspromisingas
theywere fromyear one. Significantly,representativesfrommany states
haveexpressedaninterestin replicatingthisprogramintheirhomestates.

Bothoftheseprogramschallengethetraditionalroleoffamilymembers
withindevelopmentaldisabilitiessystems.Bothprogramsare basedupon
the understandingthat parentsare significantmembers,if not the most
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TABLE 10-2
Advocacy Activities by Year 1 Participants During 6-Month

Period Aj3er Graduation From Partners Program

Activity Number of Percentage of
Participants Participants

Level of contract

Nationalofficials 24 68.6
Stateofllcials 29 82.9
Localofficials 29 82.9
No contact 2 5.7

Type of contact with public oficials

Letters 24 68.6
Phonecalls 32 91.4
OffIcevisits 20 57.1
Testimonypublichearings 4 11.4
Serveon committee/commission 28 80.0

Other advocacy efforts reported

Publishedarticledletters 15 42.9
Conferencepresentations 13 37.1
Presentations-otherparents 10 28.6
TV/Radioappearances 3 8.6
Videopresentations 3 8.6
On-the-jobpresentations 3 8.6

significantmember, of any case planning team. These programshelp
professionalsto view parentsin a new way as they challengeand invite
parentsto be empoweredandtakecharge.
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tionandDevelopmentofaComprehensive,County-wideSystemofServices
for the MentallyRetardedof DouglasCounty(Nebraska).”Amongother
things,itdescribedservicesforchildrenandadultswithmentalretardation
which would be providedby a FamilyEvaluationand GuidanceService
Section (Governor’sCitizens Committeeon Mental Retardation,1968).
Thoseservicesincludedintakeandevaluation,servicecoordination,advo-
cacy, guidance,fi-iendship,emotionalsupport,counseling and in-home
support. Initiallythe staffwerecalledguidancecounselors,howeverthe
namewassubsequentlychangedtoadvisor,inparttoavoidamentalhealth,
“sickperson”roleperceptionassociatedwithmedicalmodeldeliverysystem
of the past.

ENCORstaffand parentswere dedicatedto bringingeveryonehome
from the institution,using the conceptof normalizationas the value or
standardagainstwhichallservicedeliverydecisionswouldbemade. Itwas
a critical mass of peoplewho believedin a Gestaltapproachto service
delivery,anappreciationofthewholenessofthepersonandongoingcomplex
socialsystems(BlanckandTurner,1987),orwhatLipskycallsan“Ecologi-
calPerspective.”Theyfeltthatahumanbeing’stotalenvironment,physical
andinterpersonal,wasmuchmoreimportantthantheintermittentclinical
interventionsof professionalsin the livesof citizenswithdisabilities.

JohnMcGeewasalsooneofthisgroup. Johnhasdistinguishedhimself
bydemonstratingthatitispossibletohelppeoplelabelledseverelymentally
retardedwho exhibitwhat is euphemisticallycalled “challengingbehav-
iors,” withouthaving to resortto punishment. He was one of the most
articulatespokespersonstoargueforrecognitionoftheimportanceofhuman
relationships,of alienationorbonding,in thecausationorextinguishingof
self-destructiveacts.

A few yearsago this gentleman sharedwith me his frustrationwith
peoplewhowerecriticizinghiswork,peoplehe characterizedas“latterday
saints of Normalization.”What disappointedhim most was the failureof
othersto distinguishbetweenissuesatthemarginsandwhatBurtonBlatt
calledthequintessentialissues.Whatwasimportantwasthedetermination
to stopinflictingpainonotherhumanbeings,to stopdehumanization—an
effortthatstillhasnotresultedintheeliminationofaversiveconsequences.
They continueto be used and defendedby well known professionalsin
developmentaldisabilities.

Sometimes,intherushtobealittlemorefuturisticthanourcolleagues,
a littlemorecuttingedge,we behaveas though what should be already is.
Thus,althoughover90,000childrenandadultsremainin institutions,and
whileJerryProvencalexhortsotherstohaveasenseof”passion,”ofurgency,
aboutgettingthemout,manyleadershavedeclaredvictoryandgonehome.
Althoughthe majorityof childrenwith disabilitiesare still in segregated
schoolsand segregatedclassrooms,the programcontentof some of our
nationalconferenceswouldleadanoutsidertobelievethattotalintegration
hadbeenachieved.Thus,althoughtrulyintegratedjobs foradultswiththe
mostseveredisabilitiesare almostnon-existentin the UnitedStates,and
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manyofthoseadultsareonwaitinglistsforcongregate,segregatedsettings
(their families make a compellingcase that somethingis better than
nothing),the literatureof ourjournalsdoesnot reflectthe urgencyof that
need.

As I seeit, whetheroutof strategicnecessityor theabsenceof better
alternatives,advocates,likeclinicalprofessionals,haveoftenbeenguiltyof
measuringoutthelivesoftheirclientsincoffeespoons,asT.S.Eliotwould
describeit. Whileclinicalprofessionalsdevoteenormousresourcesto
elaboratemeasurementsof minutegainsin learning,advocatesoften
contentthemselveswithequallysmallimprovementsforlargeefforts+.g.,
movingclientsfroman openwardto onewhichis partitionedformore
privacy;replacingoldinstitutionalbuildingswithnewerones;movingfiom
a largeinstitutionto a smaller“community”ICFof 50or 30or 12beds
(Sundram,1989).

Similarly,case managementas it was envisionedfor most childrenand
adultsandtheirfamiliesstilldoesnotexist.Thatmustbetheprimaryissue
for the ‘90’s. Evenin stateswhereit is provided,the casemanagersoften
havecaseloadsof 1:50ormore,makingit impossibletoprovidetheservices
required.Thus,a centralconcernin casemanagementfor thenextdecade
mustbe to notoperateas though what should be already is.

ROLES OF CASE MANAGERS

Oneof the moreobviousdifficultiesof settingup a goodcasemanagement
programis gettingagreementonwhatcasemanagementshouldbe. At the
riskofover-simplification,casemanagementrolesgenerallyfallwithinfour
categories:(l)thecasemanagerasapartnerandfriend;(2)thecasemanager
asafiscalagent;(3)thecasemanagerasabrokerorservicecoordinator;and
(4)thecasemanagerasmonitorandenforcer.In “CaseManagement:A New
ChallengeForFamilies,”andinBettyPendler’s”CaseManagementThrough
the Life Cycle,” the expectationwas of the case manageras a partner,
supporterandfriendto parentsandtheirsonsanddaughterswithdisabili-
ties. On the other hand, the Novak,McAnally,Linz “ResearchReview”
chapterdescribesthe perspectiveof casemanagementas a methodof cost
control:

Withtheproliferationandtheincreasedcostofservices,thecomplexityof
theservicesystemmultiplied....potentially,largedeficitsinstateMedicaid
budgetsforlongtermcarehavealsoforcedmanystatebudgetpersonnel,
humanservices,andMedicaiddirectorsto seekwaysto controlcosts...
Hence,casemanagementhasbeenviewedasakeyelementincostcontrol
(Simpson,1982).

Allan Bergman, in “Content and Politics...”describesthe role of case
managerprimarilyasa servicecoordinator:We needtocallitwhatit is,or
whatit shouldbe,whichis ‘servicecoordination’.”RobertMcDonaldempha-
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sizesthesameneedforcoordinationinhis“SearchforOne-StopShopping.”
Perhapsbecausehe is an attorney,Granquisthas emphasizedthe respon-
sibilityof thecasemanagerto enforcerulesandregulations,to advocateon
behalfof the personwithdisabilitiesto carryoutmandatesestablishedin
rule and law, to monitorand assurethat the highestpossiblequalityof
servicesaredeliveredtoconsumers.Usingsomewhatdifferentterminology
todescribethefourroleexpectationsWraycallsattentiontotheambiguities
thatexist:

Clearly,fromthisdefinition,muchmoreisexpectedfromthecasemanage-
mentsystemthantheminimalbrokerageroledefinitionofcasemanage-
mentoftenseentoday.Casemanagementsystemsareincreasinglybeing
askedto respondto theneedfor...tightmonitoringof servicedeliveryto
individuals,theneedtoprovideleadershipforindividualprogramplanning,
theneedtoprovideapointoffinancialcontrolandaccountabilityforfederal,
state,andlocalfunds,andtheneedtoeffectivelyadvocate...

THE CASE MANAGER AS PARTNER

BettyPendlerwantedan interpreter,someonewho couldhelpher under-
standthisstrangenewlanguage,thismedico-socio-psychoculturethatwas
aliento anythingshe had ever known. She lookedfor someoneto be her
guide, to help her wend her way through the maze of bureaucracy,of
regulations,of eligibilityrequirements. She wantedsomeonewho could
relieveherof theendlessformsandpaperwork,so thatshecouldbe freeto
concentrateherenergyontheneedsof herchild. Shesoughtsomeonewho
wouldn’tsay:“that’snotmyjob,”thekindofhumanbeingwhoisn’ttoogood
to rollup shirtsleeves,if needbe, andhelpscruba floor,feeda child,drive
tothedoctor’soffice,ormakearuntothe grocerystore.Apartner.Anequal.
Betty appreciatedthe importanceof the “good housekeepingseals,”the
certificates anddegreesandlicensesof a professionalwhichqualifiedthem
to move in the circlesof other professionalsand so get informationand
resources.Butshealsowantedsomebodywith“streetsavvy”whoknewnot
only the specialized,but the generic, non-specializedresources of the
community,andhowto gainaccessto thoseas well. Shewantedsomeone
whoseexperiencehadtaughtthemwhichalleyswereblindalleys,sothatshe
didn’tneedtowastehertimeonfkuitlessodysseys.Shewantedapersonwho
would level with her, even if it hurt a little; a counselor,but not in the
psychotherapeuticsense.Sheneededsomeonewhoknewwhentolisten,who
didn’tsitinjudgment,whowouldbe loyal,especiallyduringthehardtimes
whenweallactalittlecrazy.Shewantedapersontowhomshecouldconfide
herfeelingsofanger,offear,offimstration,ofdespair.Aboveall,shewanted
a friend.

THE CASE MANAGER AS FISCAL AGENT

Byandlarge,itwasparentswhoobtainedtheresourcesthattodayfundthe
programsservingtheirsonsanddaughters,andthepaidstaffwhoworkin
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them. Butwhilelegislatorsandotherpublicofficialsweredeeplymovedby
thelobbyingeffortsoftheparents,andfeltcharitablydisposedtowardthem
(afterall, theyknewit couldbe theirownchild),theynonethelesswanted
assurancesthatsomeonewouldrepresenttheinterestsoftheothertaxpay-
ers,wouldserveasagoodstewardofthepublictrust,andwouldbeavigilant
gatekeepertothepubliccoffers.Theywantedcasemanagerswhowouldask:
“Is this person eligible under the law?” “Are the necessary eligibility
documentsproperlycompletedandinthefile?”“Howdoweknowthemoney

Aretheyreallyneedyorcouldtheyfindotherwaysisbeingspentwisely?”“
to payfor the service?”

This characterizationof publicpolicymakersmay makethem appear
mean-spiritedor callous, but that isn’t intended.Assuring maximally
efficientuse of tax dollarsis their job, especiallywhen we considerthe
numberof peoplewaitingfor services.Towardthatend,in somestatesthe
responsibilityfor provisionof case managementwas placed under the
welfaresystem,whichhastraditionallyhadaclearmandateto cutfraudor
abuse. It is chargedwith operationof formal protectivemechanismsto
accomplishthat oversight,includingfinancialaudits,licensing,certKlca-
tion,andratesettingof serviceproviders,andestablishingotherregulatory
mechanisms.Unfortunately,theworldof publicwelfare,withitsrulesand
regulations,isoftenunfamiliartomiddleclasscitizenswhoneverhadtoask
forhelpfromthe government,a problemwhichwillbe discussed.

THE CASE MANAGER AS SERVICE COORDINATOR

Many states are organizedregionallyor county-wideusing specialized
privateorpublicagencieswhicharechargedwithresponsibilityforprovid-
ingafullarrayofspecializedservices,e.g.residential,dayprograms,recrea-
tion,transportation,etc.Insuchagenciesitis importantfortheadministra-
tors to coordinatethe variouspartsof the deliverysystemto makethem
functionas smoothlyaspossible,to haveemployeesatthegrassrootslevel
who canbe coordinatingextensionsof the administration.Theyalsoneed
someoneto serveasa conduit,or clearinghouse,of informationthatshould
be sharedwiththe differentplayers,to orchestratetheworkof the organi-
zationin ordertoavoidduplicationofeffort.Thecentralconcerninthisrole
is eflIcientmanagementand good controlof the program.The appealof
settingup case managementwas that it seemedto be a logical way of
achievingsuchefficiencyandcontrol.

Concernaboutcoordinationis not new.For instance,from 1947until
1968the UnitedFund of St. Paul,Mimesota andthe WilderFoundation
produceda classicstudywhichemanatedfromresearchon “multi-problem
families”(Birt,1956).Thesewerefamilieswhosememberswerein contact
with innumerablesocial service agencies,withoutthe various agencies’
awarenessof the others’existence.

The appeal of this coordinatingrole has spreadbeyond the field of
developmentaldisabilities.An increasingnumberof non-developmental-
disability-specificorganizationshaveadoptedtheservicecoordinationrole,
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andemploypeoplecalledcase managers to performthatfunction. Mental
healthprograms,manyvocationalrehabilitationagencies,schools,public
health departmentsand even self-containedinstitutions have begun to
employstaffwho are calledcase manugers. However,such programsare
usuallynotconcernedwithcoordinationovera lifespan,norevencoordina-
tionbetweentheiragencyandothersocialserviceorgenericagencies.Their
focus is on coordinationwithintheir organization,and only duringthat
periodof the person’slife thatbringstheminto contactwiththe organiza-
tion. CaseManagementforpersonswithdevelopmentaldisabilitiesisoften
viewedas a life longrolewiththe clientandor family.

THE CASE MANAGER AS ENFORCER

Someadvocates,particularlythosefamiliarwiththe historyof abuseand
neglectof peoplewithdisabilities,believethatthe pre-eminentfunctionof
case managementshouldbe to monitor,to providevigorousadvocacy,to
assurethatrightsareprotected,andbringsanctionstobearonwrong-doers
ifnecessary.Thisroleisalmostamixbetween“Robo-Cop,”anindestructible
defenderoftheliteralinterpretationoflaws,andClarenceDarrow,whowas
skilledat findingthe proper“fit”betweenthe law’sinterpretationandthe
needsofhisclient.Thecasemanageris expectedtobe knowledgeablein all
applicablerulesandregulations.Thecasemanagerexercisespower,hasthe
authorityto withholdfimdsor rescindpurchaseof servicecontractswith
incompetentorrecalcitrantproviders.Thecasemanageris alsoenvisioned
to be almosta Renaissancemanor woman,withextensiveexperienceand
trainingin a widerangeof subjects,e.g.,adaptivetechnologiesfor people
withphysicaldisabilitiesincludingpositioningorothertechniques,positive
learningstrategiesfor individualswith challengingbehaviors,supported
employment,andotherstateof the artmethodologies.

THE TERM

In 1981,I wrotethe following:

Onedoesnot“manage”humanbeings,oneservesthem,helpsthemor
advisesthem.WolfensbergerandKurtzhavepresentedacogentargument
fortheuseof thetermmanagementintheirbookonManagementof the
Familyof the MentallyRetarded(1969). However,theyalsonotethat
severaloftheircounterparts”...objectedtothetermmanagementbecauseof
itsauthoritarianovertones.”Whileunderstandingtheimportanceofhon-
esty,andtherealityofthecontrolrelationshipwhichexistsbetweenclient
andserviceprovider,Iremainconcernedaboutthedependent,subordinate
toneevokedby“manager”andtheinferior-superiorrelationshipitimplies
betweenpersonswithdevelopmentaldisabilities,theirfamilies,andthe
serviceproviders.I amalsoconcernedaboutthepotentialfordepersonal-
ization,dehumanization,andsocialdistancebetweenserverandserved
createdbytheuseofa wordlike“case”asa synonymfor“humanbeing.”
(Skarnulis,1981).
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Bergmanis right in his belief that the term case managementis not an
appropriateterm. It suggestsdependencyandpassivityratherthaninde-
pendenceandempowerment.Neufeldt,has suggestedthat casemanagers
shouldbe agents:“Surelyif hockeyplayersandfilmstarscanhaveagents
whoargueontheirbehalfIngetthebestdeals,peoplecouldalsouseagents
to guaranteetheir fights and interests.”(Neufeldt,1977)Agent,advisor,
servicecoordinator....anywordswouldbe animprovementoverthecurrent
term.It needsto be replaced.

CASE LOAD SIZE

How many people should a case managerbe expectedto serve? This
seeminglysimplesuggestionhasbeenvigorouslydebatedwithnoresolution
on the horizon. The rangeseemsto be fromas few as 10,for the first few
years’ transitionof institutionresidentsin the closure of the Hissom
MemorialCenterin Oklahoma,to as many as 100or more. Part of the
complexityof comingupwithan“ideal”numberresultsfromthenumberof
variablesthatcaninfluencetheresponse:

1.
2.
3.

4.
5.
6.
7.
8.

9.

Degreeof independenceof thepersonserved.
Relateddisabilities,e.g.,behavioralor medical.
Familystrengthse.g.,incomeor otherfunding(insurance),
extendedfamilyinvolvement,abilityof familyto providesupport,
etc..
Agencyresources.
Casemanagerskill,experience,education.
Availabilityof communityresources.
Durationof the disability.
Intensityof involvement,e.g.,criticalperiods(firstidentification,
returnfrominstitutionalplacement,divorceor deathin family,
schoolleaving/transition,etc.)or stableperiods.
Roleexpectationsdescribedabove,e.g.,singlefhnctionor mul-
tiple.

Experiencealsoteachesthatsomeassumptionsaboutsizecanbe mislead-
ing. Peoplewho areseeminglymorecapableandhavefeweror lesssevere
disabilitiessometimesrequiremoresupport(atleastinitially)whentheyare
emancipatedfromthe familyhomeor an institutionthan thosewhohave
moreseveredisabilities.Theyareno differentin thisregardthannormal
youngadultswhodiscoverthattheirnew-foundfreedomscanleadtotrouble.

The “mix” of childrenand adults can be important. When serving
children,the focustendsto be primarilyon supportingthe familyso as to
provide stability for the child, whereas adults may themselvesbe the
“primary”consumer. Further,the way in which people behave in ,one
environmentmaynotalwaysbean accurateindicatorofhowtheybehavein
another.All ofwhichreinforcestheimportanceof intimacy,ofunderstand-
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ingandfamiliaritywiththeuniqueneedsofeachchildandadulttobeserved,
thebasiccriterionthatcandefinewhetheracaseloadsizeistobeviewedas
manageable.

RESOURCE LIMITS

Eachofthefourroleexpectations,takensingly,isclearlylegitimate,andcan
be arguedtobe anessentialfunctionthatsomeonemustperform.Butwhat
happenswhentherolesconflict,wheneventhemostcompetentpersoncan’t
balancethepriorities?Forexample,whenaparentorpersonwithdisabili-
ties wants the case manager to accompanythem to the school for an
individualeducationplan meeting,and the case manager’ssupervisoris
concernedaboutprocessingback-loggedreimbursementrequests.Whohas
thefinalsay? Sinceitwasmostoftenthelobbyingeffortsoftheparentsthat
resultedintheappropriationswhichpayforcasemanagement,perhapsthe
parentsshouldhavetheirneedsmetfirst,butasNovak,etal.havepointed
out,oneof themainappealsto legislatorsandotherswasthe costcontain-
mentfunction.Agenciesprovidingcasemanagementserviceshavestruggled
withtheserealitiesfor the pastdecadeor more.

Oneofthemostsoulwrenchingstrugglesthatisoccurring,andgaining
steam,is thequestionof whatarewe willingto provide,andat whatprice.
Body transplants,and a variety of sophisticatedsurgical interventions,
computer-assistedeyegazetechnology,mobilityandcommunicationdevices
areall available....ata price. Whatwill societybe willingto pay?

THE WELFARE MODEL

Somefamilymembersandcitizenswithdisabilitiesbitterlydislikehaving
to be associatedwithwelfareprograms.Theythinkneededservicesshould
beprovidedasamatterofright,andnotcharity,thattheyarehonestpeople
who haveworkedhardto avoidaskingfor help,that theyunderstandthe
valueofmoneyaswellastheirfellowtaxpayersandwillnotfoolishlyspend
what they are given.In fact, somewouldarguethat thesefamilieswould
spendlessthanis currentlythecasein bureaucracies.Thesepeopleresent
a systemthattheytoooftenseeas pennywiseandpoundfoolish,thatwill
pay inordinatesums to move peopleout of their own homesbut will do
nothingto maintainthemin thosehomes,that limitspeopleto goodsand
serviceswhichhave a medicalimprimatur on themcostingfar morethan
readilyavailablegenericsubstitutes,that forces peopleto use expensive
servicesprovidedbyhighlyregulatedprofessionalsandspecializedagencies
ratherthan usingneighbors,friends,or relatives.They dislikethe broad
brushof suspicionthathas becomeendemicto the welfaresystem,where
peopleareoftenviewedbytherestofsocietyas essentiallydishonest.They
fmd welfareto be punitive,dehumanizing,and degrading.Whileone can
legitimatelyprotestthatthedehumanizationwhichpermeatesourwelfare
systemis equallydarnagingtoallof thosewhohavetouseit,andthatwhat
is neededis a societalattitudechangeto helpall recipients,suchobserva-
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tions,howevertrue,dolittleto mollifyparentsandpeoplewithdisabilities.
Andthe angercutsbothways.It is veryhardfor a caringsocialworker

tomakeahomevisitin thesuburbs,withmanicuredlawnsandhottubson
the decks,andthenhaveto driveintotheworldof peoplewhoarebereftof
thebasicnecessitiesoflife.Parentsofpeoplewithdevelopmentaldisabilities
havebeenremarkablysuccessfulatobtainingresourcesthroughlegislative
or judicial intervention.They assume that other devaluedgroups will
admireand respectthosegains,perhapsevenmodeltheirown strategies
afterthesuccessesofdevelopmentaldisabilities.Wrong.Advocatesforother
groups,and often welfare staff membersthemselves,often resent those
gains and what they believeto be a disproportionateshare of resources
targetedfor thosewith developmentaldisabilities.Somewelfaresystems
allowcaseworkersto do theirownprioritysetting,whichmakesbalancing
mixedcaseloadsof clientswith a varietyof problemsmoretolerable,but
oftenresultsinshortshriftforparentsofpeoplewithdisabilitiesbecausethe
workerservesotherson the caseloadwho areseenas moreneedy.

SOCIAL WORK AND CASE MANAGEMENT

IntheprecedingparagraphIusedtheterm”socialworker”and”caseworker”
ratherthancasemanager.Manysocialworkersdonotlikebeingcalledcase
managers.Anyprofessionallytrainedsocialworkerswouldarguethattheir
earlyleaders,suchasJaneAdamsandDorotheaDix,personifiedmanyofthe
qualitiesnowattributedto the casemanagementrole.Theycomplainthat
if theyhadreasonablecaseloads,reducedpaperwork,etc.,thatgoodsocial
workwouldbe whatcasemanagementclaimstobe.Perhaps.Butof course
oneof thereasonsthatadvocatesin developmentaldisabilitieschosenotto
employ social workers, but to develop a new profession,was because
mainstreamsocialworkagencieshadnotembraceddevelopmentaldisabili-
tiesasafield inwhichtopractice.Schoolsof socialworkprovidelittleorno
emphasison developmentaldisabilities.

Therewereotherconcerns.Parentsof childrenor adultswithdisabili-
tieshavegreatdifficultyleavinghomewiththem.Especiallyif the person
has severephysicalor behavioralproblems,it is frequentlyimpossibleto
obtainrespitecareinorderfortheparenttotraveltoanagencyoffice.While
there are exceptions,too ofin the traditionalsocial serviceagencystaff
expectedthe parentsto cometo theirofllceor theywouldnot makehome
visitsat nightor onweekendswhenbothparentscouldbe present.During
the 1940’sand1950’smuchof the socialworkliteraturerelatingto parents
of childrenwithmentalretardationwaspreoccupiedwitha psychoanalytic
interpretationof the problem,with heavy emphasison the parents as
“victims,”as peoplesufferingfromseverepsychopathology,ratherthanas
peoplewhoweren’tovercomeso muchwithfeelingsof guiltormourningas
peoplewho werephysicallyexhaustedand exasperatedin theireffortsto
obtainservicesfortheirchild. Whatparentsdidn’twantwascounsellingor
therapy.They wantedconcretehelp. Finally,their negativeexperiences
with institutionsocial workerswho, like other professionals,advocated
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puttingthe childaway,andwithnon-responsivecommunitysocialservice
agencies,made themdeterminedto createthe kind of professionalBetty
Pendlerdescribed,andtheywereconvinceditwouldhavetobetotallynew.

Ifthatperceptionistochange,andiftheprofessionofsocialwork,orany
otherprofession,trulywantsto producecase managersin developmental
disabilities,it willneedto beginby providingevidenceof thatdesire. At a
minimumitmustacknowledgethatthefieldofdevelopmentaldisabilitiesis
far more sophisticatedthan when it was based on a purely medical/
institutionalframeofreference.Itmustalsoincludedevelopmentaldisabili-
ties training in its curriculum.Such trainingwill need to explainwhat
developmentaldisabilitiesare,addressunderlyingvaluesof contemporary
service delivery,e.g., normalizationand its corollaries(integration,age
appropriateness,etc.), andwillneedto lookat currentadaptivecommuni-
cation and mobilitytechnologies,as well as teachingstrategiessuch as
functional,community-referencedinstructionbased on an individualfo-
cussed,progressiveservicesystem. Beyondthat,thefieldworkplacement
for casemanagersneedsto be in thenon-specializedworldof realjobs, real
homes,real schools,and realcommunity.Theymustlearnhowto broker
servicesandgainentryintothe community-at-large.

THE STRUCTURE OF THE ORGANIZATION

Thereare otherexamplesof dissonance,of competingpriorities,that seek
resolutioninyearsto come.Whentheconsumerswantthecasemanagerto
put on an advocacyhat, it is sometimesthe sameagencythatemploysthe
casemanagerwhichisthesourceoftheproblem.Forexample,whileparents
andindividualswithdisabilitiesexpectthe casemanagerto go outsidethe
employer’s“menu”of specialized,oftensegregatedservices,the caseman-
agermaybe limitedto providingonly thosegoodsand serviceswhichthe
agencydelivers.Casemanagershavebeeninstructedtonotacceptapplica-
tionsfor services,or areprohibitedfromkeepingwaitinglists,becausethe
sponsoringagencyfearsthat informationwill be usedby consumersas a
presumptionof entitlement.

Someorganizationsare legallylimitedby their charterto serveonly
certainpopulations,forexample,onlychildren,Andsothefamilymustseek
a new providereach time their child leaves a category.Parents want
continuity.They don’t want to have to cycle throughredundantintake
procedures,givingthesameidentifyinginformationeverytime,explaining
the same reasonsfor requestingservice,and huntingfor the samebank
statements,marriagelicenses,birthcertificates,againandagain.

In the mid-1960’smanyAssociationsfor RetardedCitizensdecidedto
adoptanewpolicy,“toobtain,butnotprovideservices.”Theirrationalewas
thatifone deliversdirectservices,itmaybedifficultorimpossibletomonitor
thequalityorquantityofthoseservices.Thus,theysawaconflictofinterest
betweentheroleof advocate,monitor,andserviceprovider.Yetmanycase
managementagenciesalsoprovidedirectservices.Whyistherenotasimilar
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concernwithconflictof interest?In truththereoftenis. Butit is toughfor
case managersto fulilll the role of advocate,or whistle-blower,whenthe
objectof thatactioncouldbe theirownagencyor fellowemployees.Some
case managementagenciesare organizedso that the agency head has
severaldivisions,one of which is case management.This administrative
conjuration, becauseoftheseparationofdivisions,is felttobeanexternal,
independent,casemanagementsystem.Unfortunately,wheneverthesame
employersignsthepaychecksof employeessuchdistinctionsontheorgani-
zationchartdon’tnecessarilytranslateintotheworkplace.Wehaveseenthe
so-called“conspiracyof silence”occurin largeinstitutionalsettings,when
employeeswho wereawareof abuseor neglectwereunwillingto reportit
becauseof pressurebroughtto bearby fellowemployees.We do not need
conditionswhichbreedsimilarconspiraciesinnewly-developingcommunity
programs.

AnimportantpartofMedicaidreformhasalwaysbeentherequirement
that case managementservicesbe providedby an external,independent
agency.While governmentalagencieshave generallybeen viewed as in
compliancewiththatrequirement,experienceindicatesthatlocal,county,
and state employeeswho depend on their administrationsfor fimding
servicesare likelyto let organizationalallegiancesinfluencetheirwilling-
nessto challengetheirsystem.

Itmaybepoliticalnaivetetobelievethatanyentitycouldeverbetotally
free of untowardinfluenceswhich interferewith advocacyon behalf of
childrenandadultswithdevelopmentaldisabilities.However,someoptions
seem at least worth considering.Agencies such as the protectionand
advocacyagenciesformedunderthe DevelopmentalDisabilitiesAct have
generallybeen successfi.din separatingthemselvesorganizationallyfrom
direct service providers,includinggovernmentalentities,thus enabling
themto effectivelyadvocateandmonitor. As notedabove,somevoluntary
organizations,forexample,somechaptersof theAssociationsforRetarded
Citizens,havemaintainedthemselvesasrelativelypureadvocacyagencies,
notprovidingdirectservices.Further,somehavebroadenedtheirmandate
to serveall childrenand adultswith developmentaldisabilities.Perhaps
casemanagementshouldbeprovidedbyanorganizationlikeoneofthese,or
evensub-contractedthroughthoseagenciesto a totallyseparateentity?

Awordofcaution isinorder,however.Theskillsofagoodcasemanager
includetheabilitytonegotiate,tomediate,andpersuade.Theworldwhich
they want peoplewith disabilitiesto enter’isn’t the specializedworld of
disability,buttheonewhichthemajorityofpeopleexperience.Thatrequires
a differentbrief, or mandate,for a case managerthan one which limits
contactstothedisabilityculture.Ifcasemanagersaretoserveasintegration
facilitators,theyneedto havea muchdifferentbag of tricksthanthe ones
commonlyfoundin casemanagementtrainingprograms. The real world
does not understandthe jargon of developmentaldisabilities.You don’t
makefi-iendswiththreatsof lawsuits.Youcan’tforcepeopleto be fi-iends.
The enforcerrolehas limitedutilityoutsidespecializedagencies,

I
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If whatis at therootof ourdisenchantmentwithservicesystemsis an
absenceof anappropriatesenseof valuesabout,anda respectfor,basic
humandignity,or a systemicinabilityto actualizesuchvalues,then
litigationisaclumsytool.Thelegalprocessmaybeabletoforcepeopleto
act as if theycare,butitcannotactuallygetthemtocare,andthatmakes
allthedifference(Sundram,1989).

CONSUMER CASE MANAGEMENTAND VOUCHERS

As Zirpoli, Wieck, and McBride point out, some parentswho have had
competencybasedtrainingareveryoftencapableofrelievingcasemanagers
of someof theirresponsibilities,freeingthemanagersto focusontheneeds
of others.Casemanagementis notthecenteroftheuniversearoundwhich
allotherservicesrevolve.Thecenteroftheuniverseis reservedforthechild
oradultwitha disability.Casemanagementis simplyoneofmanyservices
whichmaybe needed,like schooling,or work,an optionwhichconsumers
shouldbe ableto use or notuse. Ideally,theyshouldbe ableto choosethe
casemanagerandagencyaswell,withdegreesofcasemanagementinvolve-
ment,agreeduponinadvancebythepersonwithdisabilities,theparentsor
guardian,and the case managementagency,and with opportunitiesfor
reviewat regular intervals.We live in a pluralisticsociety,with racial,
cultural,andlifestylepreferencesleadingusinourchoicemaking.Selection
of a case manager should allow such pluralism.Ultimately,of course,
whether case managementis consideredsuccessfulor not depends on
whetherit meetstheneedsofthe personbeingserved,ratherthanhowit’s
done,or by whom.

Whileit is truethatgovernmentalentitiesmayfeeluncomfortablewith
the prospectof turningover resourcesand authorityto the recipientsof
publicfunds,andwill wantsafeguardsfor theiruse, thereare compelling
argumentsfor dividingup the tasks of case managersand considering
relinquishingsomeof themto theconsumers.Whetherto protectconsum-
ers,or to controlcosts,well intentionedeffortsoftenresultin the opposite
outcome.Experiencehas demonstratedthatin manyinstancesthe protec-
tionsaremorecostly,andburdensome,thanwhattheconsumerswouldhave
arrangedifleftto theirowndevices.Asnotedearlier,parentsoftenwantless
expensiveservicesthan those given, are frequentlyappalledwhen they
learnhowmuchtheirchild’sprogramscost,andrealizehoweasilytheycould
havemettheirneedsvvithalittlecreativityandlessmoney,Theyareacutely
awareof the waitinglists,oftenhavingexperiencedthemfirst hand,and
wantothersto get helpas well.

It reallyis truethatthe timehas longpassedfor seriousconsideration
to be given to a nationalvouchersystem.Wray, in this volume,does an
excellentjob of outliningthe problemsin the currentfinding mechanisms
andtheneedforincreasedempowerment,attheindividuallevel,ofconsum-
ers and case managers. It has becomealmostaxiomaticthat everytime
servicesor goodsget called“special”they cost more,segregatemore,and
isolatemore.Ananalysisoffamilysubsidyprogramsinthestatesthathave
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themrevealsthatpeoplewith disabilities,andtheiradvocates,havebeen
very good at findingways to keep costs down.Conversely,bureaucracies
have a longhistoryof beingless than sagaciousshoppers,enoughto keep
stateattorneygeneralsandthe federalGeneralAccountingOffIcehappily
employed.Nor have the professionalarchitectsof programs,armedwith
conceptslike economiesof scale and criticalmass specialization,distin-
guishedthemselvesbytheirabilitytocontrolcosts.Itreallyistimetoreplace
top-downsystemsdecisionmakingwithanindividual-upmodel.Whetherin
thePentagonorhumanservices,thehistoryofconsumerspendingandvalue
received,reflectscreditontheconsumersratherthanthereverse.If abuses
of trustoccur,increasedoversightcan alwaysbe provided.

SUMMARY

Athletesoftenfind thatby focusingtheirmentalenergyon imagingwhat
theywillbe doingin a particularevent,stepby step,theycanimprovetheir
performance.This concept,called“imaging”reflectsan activeattemptto
influencethefuture(Furlong,1979).Thepreviouschaptershaveidentified
both the strengths’and weaknessesof case managementpracticein the
United States and Canada. What is needed now is to begin building
consensuson what the visionof casemanagement(or whateverit will be
called)is to be andbegin“imaging”the stepsrequiredto createthekindof
futurepeoplewithdisabilitiesandtheirfamilieswantanddeserve.

“Youcangetalotwithasmile.Youcangetmorewitha smileandagun”
(AlCapone).

Consumershavesmiled.Increasinglytheirlgun”hasbeenknowledge.The
past decadeor more has seen the emergenceof a new breed of parent-
professionalsandprimaryconsumerswhohaveknowledge,andasaresult,
power,Theveteranparent-professionals-ElizabethBoggs,Annand Rudd
Turnbull,AlkmBergman,FranSmith,DoloresNorley,EleanorElkin,Bob
McDonald,BettyPendler,andothers,arebeingjoinedbynewly-empowered
youngparentsandpeoplewithdisabilities.Theyaremembersandgradu-
atesof programslikePartnersin PolicymakingandPeopleFirst. Theyare
determinedto make a difference.They will insist on being part of the
consensusbuildingprocess.They were the hope in the past and perhaps
morethananyothersingleelement,theyconstitutethehopeforthefuture.
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CHAPTER X11

A New Way of Thinking for
Case Managers

by ColleenWieck

overthepastseveralyears,wehavelearnedaboutpeoplewithdevel-
opmentaldisabilities,whattheyarecapableof doing,whatis importantin
theirlives,andhowtheycanbe supportedin communities.Lippert(1986)
has listedsevenchangesthathaveoccurredin the 1980s:

●

●

●

●

●

●

●

A shiftfi-omexpandingsystemcapacityto increasingservices
quality. Thisdoesnotmeanall peoplehavebeenserved. It
meansadvocatesmustargueforbothcapacityandquality.
A movefromfixedandpredeterminedexpectationsof persons
withseveredisabilitiesto higherandmoredemandingexpecta-
tionsby the individualsthemselves,theirfamilies,andservice
providers.
A movefromshort-term,developmentalplanningto life-long,
ftmctionalplanning.
A movefromprovidinga servicecontinuumwithemphasison
“specialfacilitiesandprograms”to seekinga servicearraythat
adaptsgenericresourcesby providingthe assistanceandsupport
as needed.
A movefroma fragmentedgroupingof separateandindependent
services(residential,daytraining,education)to recognitionof the
needfor a holistic,interdependentandintegratedservicesystem.
A movefroma systemof offeringmodelsof servicedeliveryto one
whereit is possibleto createindividualizedsupport.
A movefromservice~awnentbasedon facilitybudgetstoward
reimbursementbasedo-nvendorperformance-andi~dividual
needs.

Thereare severalimplicationsof thesechangesfor casemanagers.
The Associationfor RetardedCitizens—UnitedStates(1987)recently

releaseda studyof waitinglists. A conservativeestimateis that250,000
individualsarewaitingfor communityservices.Casemanagersareat the
battlelinebetweenpeopleinneedandalackofresources.Theshiftthathas
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occurred no longer allows case managersto accept any service or an
inappropriateservice.

Expectationsarechangingasaresultofbettermethodsofteachingand
adaptationsthatcanbemadeto thesettings.Peoplecanlearnregardlessof
severityof disabilitywiththe righttypesandamountof supports.

The changesin planningapproachesreflectthe shiftawayfromdevel-
opmentalassessments,curricula,andevaluationapproachestoanapproach
thatrecognizespeoplea needto learnskillsnecessaryto live andworkas
adults.

Theshiftto anarrayofsupportsmeansthatpeoplewithdisabilitiesare
no longer referredand placedwaitingto move through a continuumof
services.Casemanagersmustnowbrokerservices,oftenrelyingonsupport
andgenericagencies.

Inthepast,eachtypeofserviceoperatedfairlyindependently.Now,case
managerscan pull the servicestogetherthrougha team and integrated
approachof planning.

Casemanagerswereaccustomedto the latestmodeloftenlinkedwith
funding. Foryears,“model”of residentialserviceswas ICF-MR,the only
variation was size. Now, there is a shift from models to creation of
individualized,personalizedservices.

Becauseof the precedingshift, case managersare also faced with a
changein how servicesare funded. Reimbursementis often linkedwith
individualsratherthanprogramsor facilities.

The New Way of ThinkingStarts
from a DifferentPerspective
Peoplewithdevelopmentaldisabilitiesare,firstandforemost,peoplewith
ability. Withoutspecialassistance,somepeoplewith developmentaldis-
abilitiescannottake advantageof the freedomsand opportunitiesof our
society.Peoplewithdevelopmentaldisabilitieshavespecialneeds,buttheir
basicneedsarethe same. Funding,policies,andservicesoftenhavebeen
focusedonlyat the specialneedsof peoplewithdevelopmentaldisabilities.
Theresulthasbeenthattheirbasicneedshavegoneunmet.

Wehavelearnedthatservicesaremostsuccessfulwhenbasicneedsare
metin the contextof addressingspecialneeds.

Case managersare responsiblefor gently remindingprovidersand
policymakersthatpeoplewith developmentaldisabilities,like all people,
need:

● To be seen,firstof all, as people.
● To experiencelove andfi-iendship.
s To experiencecontinuityin theirlives,especiallyin relationto

the peoplewho are importantto them.
s To be respectedandtreatedwithdignity.
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● To haveaccessto opportunitiesandinformation,to makechoices
andto exercisetheirrights. -

● To havea decentandappropriateplaceto live.
“ To havemeaningfulemploymentandcontributeto the commu-

nity.
● To haveopportunitiesto continueto learnthroughouttheirlives.

Inresponsetothesebasicneeds,therearefourbasicissues—havingahome,
notjustaroofoverourheads;learningskillswhichareusefultoourlivesand
careers, not just going to school; working, not just keeping busy; and
developingandsustainingrelationshipswithpeoplewhodependonus and
uponwhomwe candepend.

A realhomeis a placeto livethemostpersonalmomentsofourlives. A
homeprovidessecurityandcomfort,allowsusto makechoicesandexpress
ourselves. The peoplewho shareour homesare usuallythe peoplewith
whomwe chooseto spendtime,be ourselves,andfeel close.

Real learningis lifelong. It meanslearningto understandourselves.
Learninginvolvesdevelopingskillswhichareusefultousbothasindividu-
alsandasmembersofcommunities.Thepeoplewithwhomwelearnarealso
teachers.Manybecomefriendswe can counton throughoutourlives.

Real work means earning a living, being productive,and making a
contributionto ourcommunity.

Havingarealfi-iendmeansbeinginvolvedwithsomeonewhochoosesto
spendtimewithyoujustbecausetheywanttoandnotbecausetheyarepaid
to do so.Realfriendsbroadenouropportunitiesandenrichourlives. Real
friendsarehardtofind.Ittakesmostofusa longtimethroughcontactwith
manydifferentpeopleto findthatsmallgroupof ftiendswhoreallymatter.
Friendshipsareessential.

Peoplewithdevelopmentaldisabilitiesoftenaremorehandicappedby
the environmentthanby theirdisabilities.Historically,our thinkingand
actionshavefocusedontheinabilitiesofpeoplewithdevelopmentaldisabili-
ties. Theconcernwaswith“fixingtheperson”or “curingthe deficit.”Over
time,thatfocushasshiftedtobuildingoncapabilitiesandassistingindividu-
alsto developandusetheirabilities.

Themostdramaticshiftinourwayofthinkingistherecognitionthatthe
socialandphysicalenvironmentsareoftenagreaterissuethanabilitiesand
disabilities.This is especiallytrue in consideringthe expectationsothers
haveofpeoplewithdevelopmentaldisabilities,andwhatpeopledobasedon
thoseexpectations.

Wehavemadegreatadvancesinbringingverysophisticatedtechnology
to bear on the lives of peoplewith disabilities.Peoplewho have trouble
speakingwereoftenunableto interactwithothersbecauseof thelowlevel
of technologyput at theirdisposal. Peoplewho had troublemovingtheir
handssimplycouldnotusesignlanguagetotheiradvantage.Inaveryshort
period of time, we have moved from manual spellingboards to laptop
computersto Synthesizedspeechto gaze-activatedcomputers.
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Thenewwayof thinkingaboutdevelopmentaldisabilitiesemphasizes
supportingindividuals,families,and communities.Case managersoften
recognizethatsupporthas severaldimensions:

● Basingthe Provisionof serviceson the informedchoices,
strengths,andneedsof individualswithdevelopmentaldisabili-
ties andtheirfamilies,ratherthanforcingthemto chooseamong
a narrowrangeof pre-setoptionsandapproaches.

● Planningandprovidingservicesbasedon whatpeopleneedand
the abilitiestheyhave,ratherthanprovidingmoreservicesthan
areneeded,or notprovidingthoseserviceswhichareneeded.

● Supportingthe individual,family,andcommunitymembersto
gainaccessto the resourcesavailablein the communityjobs,
houses,relationshipswithfamilies,friends,andassociates—
ratherthanreplacingthoseresourceswithplacespopulatedonly
by professionalsandotherpeoplewithdisabilities.

● Coordinatingservicesandsupportsaroundthe life of the individ-
ual ratherthanaroundthe needsof staffandservices.

● Recognizingthe abilitiesof ordinarycitizens-children,coworkers,
neighbors—toteachpeopleskills,assistthemto participateand
contribute,modelappropriatebehaviors,anddeveloprelation-
ships.

A New Way of Learning
Inoursociety,learningis avaluedactivity,importantto thedevelopmentof
individuals.Manycitizenswithdevelopmentaldisabilitieshavedifficulty
learning.It is criticalthatwedevelopstrategiesandapproachesto prepare
childrenfor life andenhancetheirindividualcapabilities.

Historically,the changesin our thinkingabouteducationhave paral-
leled,andin somecasesdetermined,ourthinkingaboutotherareasof life.
Whentheinstitutionalapproachprevailed,youngpeoplewithdevelopmen-
tal disabilitiesdid not attendpublic schools. They stayedat home;were
admittedto stateinstitutions;or attendedspecial,privateschools.

Federallegislation(P.L.94-142),passedin 1975,shiftedemphasisfrom
oneof gettingchildrenwithdisabilitiesinto schoolsto an emphasison the
natureoftheeducationtheyreceive.Federaleducationpolicysupportedthe
concept of individualized,outcome-orientedlearning experiencesfor all
childrenwithdisabilities.Casemanagersneedto be familiarwithseveral
educationalconceptssuchas:

FREE AND APPROPRIATE EDUCATION. Publicschoolsmustiden-
tifyall studentswithdisabilitieswithintheirgeographicareasandprovide
freeinstructionalandsupportservicesto meeteachstudent’suniqueedu-
cationalneeds.
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INDIVIDUALIZED. Public schoolsmust recognizethat each learner is
unique and has a right to an educationwhich is tailored to individual
strengthsandneeds.

INTEGRATED SETPINGS. To the maximumextentappropriate,chil-
drenwithdisabilitiesaretobeeducatedwithchildrenwhoarenotdisabled.
Unfortunately,the choiceusedto be if you wantedto learnsomething,you
hadtobeinasegregatedclass.Nowparentsaresaying,‘We wantintegrated
settings”—regardlessof the developmentof excellentskillswhichmay be
worthlessin the realworld.

DUE PROCESS. Parentsorguardiansmustbeprovidedwithpriorwritten
noticeof actionswhichmightaffectthe statusof theirchild.

Thefnst generationof studentsservedby P.L.94-142arenowgraduating,
“andtheir parentshave higher expectationsthan earlier generationsof
parents.Casemanagersmustbereadyforthisnewgeneration.Itisunlikely
thatparentsandcaregiverswhohaveinvestedheavilyinchildren’sservices
will be satisfiedwith an adult servicesystemthat can only producea 20
percentemploymentlevel or a servicesystemin which 80 percentof the
recipientswillbelivingbelowthepovertylineoneyearafterseparationfrom
high school(Fifieldand Smith,1985).Case managerswill be expectedto
assistinbrokeringservicesthatmatcheducationalconceptsof leastrestric-
tive,age-appropriate,andfictional.

Thereis considerableknowledgeaboutwhatis requiredto plan,imple-
ment,and evaluatean individualizedandfunctionallyorientededucation
for studentswithdisabilities.Thisnewwayof thinkingaboutlearningand
belongingis wellarticulated.Thefollowingexamplesidentifysomeof the
componentsof a qualityeducationbased in part on criteriadescribedby
Donnellan(1986).Casemanagerscanusethissamesetof criteriatore,tiew
individualplansfor theirclientsandduringmonitoringvisits.

The Content,Style, People,Objectives,and
Placesof EducationMust be Age
Appropriateand Individualized
Studentswithdevelopmentaldisabilitiesoftencannotlearnall of theskills
whichcanrelearnedbynonhandicappedpeopleofthesameage.Atthesame
time,it is inappropriateto offerprogramswhicharegearedto significantly
youngerstudents.Thegoalistominimizethedifferencesin performanceof
peoplewithdevelopmentaldisabilitiesandtheirpeers. Instructionalmate-
rials,peerinteractions,learningobjectives,andserviceslocationsallmust
be chronologycallyage-appropriate,Youngadultsdonotplaywithwooden
puzzlesor singnurseryrhymes.

January1,1989



156 CaseManagement

Casemanagersshouldbealertforage-appropriatematerialsduringsite
visits. In ourstate,a staffattorneyfoundthe followingitemsduringa site
visit foryoungadultprogramming:

Kitty puppypuzzle;FatAlbertpuzzle;Candyland—achild’s
firsttoy; andRingtoss(Granquist,personalcommunication,
1986).

THE GOALS, OBJECTIVES AND ACTMTIES OF EDUCATION
MUST BE FUNCTIONAL

Peoplewithdevelopmentaldisabilitiesneedto learnthingsthatare truly
useful to them. The functionalaspectsof skills relatedto working,for
instance,can be assessedby asking,‘Would someonebe paid to do this?”
Peopledonotgetpaidtostackringsormatchcolors.Aaanexample,students
couldbe taughtto sortknives,forks,andspoonsinsteadof learningto sort
coloredtiles. Casemanagersshouldassessthefunctionalnatureofindivid-
ual programs.

INTERACTIONS WITH NONHANDICAPPED PEERS AND
OTHERS ARE ESSENTIAL

TheEducationforAllHandicappedChildrenAct(P.L.94-142)requiresthat
studentsbe educatedwith nonhandicappedstudentsto the “maximum
extentappropriate.It is not onlyappropriate,but essentialto ensurethat
peoplewithdevelopmentaldisabilitieshaveawidevarietyof opportunities
to interactwith peersandotherswho are not disabled.Educationshould
involvea variety of such opportunitiesat schooland away from school. The
more constructive,comprehensiveand long lasting the interactionsthe
better—thedevelopmentof mutualrespectandinteresttakestime. Case
managersneed to assist in the developmentof friendshipsby assuring
opportunitiesfor interactionwithnonhandicappedpeers.

A VARIETY OF PEOPLE AND INSTRUCTIONAL
ARRANGEMENTS NEED TO BE INVOLVED

Peoplewith developmentaldisabilitiesneedto learnhow to interactwith
peopleotherthanteachersandhowtouse skillsinavarietyof settings.This
meansthatactivitiesshouldbe designedto enableinteractionwitha wide
varietyof people. Programswhichfacilitatelearningfunctionalskillsin a
varietyofenvironmentsaremoreappropriatethanprogramswhichconfine
learningto single environments.Peoplelearn skills best in the natural
placeswheretheyhappen.Forexample,bedmakingshouldbetaughtinthe
homeandgroomingshouldbetaughtinthelockerroomor a dressingroom,
notaclassroom.Casemanagerscanofferthecoordinationbetweensettings
to assurethatskillsaretaughtin the appropriatesettings
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HIGHLY INDIVIDUALIZED ADAPTATIONS MUST BE MADE

Manystudentswithdeveloprnentaldisabilitieswillnotbeabletoparticipate
inavarietyof situationsandenvironmentsunlessspecializedandindividu-
alizedadaptationsare made.Theseadaptationsincludealternatewaysof
communicating,changingtheorderin whichthingsareaccomplished,and
modifyingthe setting. A personlearningto readwhois unableto turnthe
pagesshouldbeprovidedwithapageturningdevice.Casemanagersdonot
haveto be expertsin all aspectsof technology,but theyshouldbe familiar
withresourcesthatcan assessandprescribeassistivedevices.

PREPARING FOR THE FUTURE IS CRITICAL

Parentsand educatorsneed to focus on how and wherethe studentwill
functionasanadultandgearlearningactivitiestowardtheactualworkand
livingarrangementthe personwill experience.Studentswith disabilities
who will live on theirown mustlearncooking,shopping,and otherskills
leadingto self-reliance. Case managerswill be one of the key resources
duringthe transitionprocessfrom public schoolsto adult services. The
outcomeof livingandworkingin thecommunityis the ultimatecriterion.

A New Way of Living
ThroughouttheUnitedStatesandCanada,thereis a growingrecognition
that having a real home is as importantto people with developmental
disabilitiesas it is foreveryoneelse. Forchildren,homemeansparentsor
guardianswhobuildanatmosphereoflove,affection,security,andcomfort.
Forall of us,homemeansmoralandmaterialsecurityanda placeto invite
friends.

The gradualrecognitionthat realhomesare importantto peoplewith
developmentaldisabilitieshasled to significantpolicyshiftsin residential
servicesincluding:

● Effortsto reducethe numbersofpebplewithdevelopmental
disabilitiesin stateinstitutionsandto increasetheresources
availablefor communityoptions.

c Effortsto increasethe supportavailableto individualsand
familiesso peoplewithdevelopmentaldisabilitiescanmaintain
theirhomesin the community.

RETURNING PEOPLE TO COMMUMTIES

The trendtowarddeinstitutionalizationbeganin the 1960s.Priorb that
time,the prevailingpracticewas to admitboth childrenand adultswith
developmentaldisabilitiesto stateinstitutionsonanindefinitebasis. Over
thelast15years,effortshavefocusedonpreventingout-of-homeplacement
and moving children ilom institutionsto less restrictivesettings. The
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averageageof out-of-homeplacementin theUnitedStateshadrisenfrom
10.4yearsin the 1960sto 21yearsin 1985. Between1977and 1982,there
were30,000fewerchildren(birthto 21years)in out-of-homeplacements.

Threemajorforceshave contributedto the shiftfroman institutional
approachregardingresidentialcareto a communityapproach:

. Litigationin severalstatesestablishedtherightto treatmentand
placementin the leastrestrictiveenvironment.Thepopulationof
stateinstitutionscontinuesto dropeveryyearfroma national
highof 195,000in 1967to under100,000today.

● TitleXIX or Medicaidfunds(1971)stimulatedthe developmentof
ICF-MRfaciltiiesin the community.

. TheEducationforAll HandicappedChildrenAct (P.L.94-142)
hashad a dramaticeffecton reducingthenumberof children
withdevelopmentaldisabilitiesin out-of-homeplacements.P.L.
94-142guaranteedthe rightof all childrenwithdisabilitiesto
receivean education.It alsoenabledfamiliesto be relievedof
responsibilitiesduringthe day,thusassistingthemto better
supporttheirchildrenat home.

Theindividualapproachto servicesin thecommunityreflectsa newer
andstilldevelopingwayofthinkingaboutwherepeoplewithdevelopmental
disabilitieslive. Theemphasisis onpromotingdesirableoutcomesthrough
individualizedplanningandcasemanagement.Thegoalis notto “makea
placement,”but ratherto flexiblydesignandmanagea varietyof settings
and resourceswhich will supportthe developmentof a real home. The
emphasisis onusingtypicalresidentialsettings.Neededsupportmightbe
minoror majorandinvolveoneor moreof the following:a dailyphonecall
or regularvisitto thehome,an accessramporbathlift,specialtrainingfor
parents,periodicrespite,or a live-in roommateor care provider. These
supportsareimportantandoftencritical. Theydo not,however,alterthe
desirablecharacteristicsof a “home.”Casemanagersmustbe familiarwith
the arrayof servicesfundedin their particularstate.With the Title XIX
HomeandCommunityBasedWaiver,casemanagersmustbe abletobroker
servicesneededto supportthe individualin a regularhome.

TheHomeandCommunityBasedWaiverwaivesMedicaidregulations
to encouragepeopleto leaveICF-MRfacilitiesandto preventpeoplefrom
being placedout of the home into these facilities. Servicesinvolve case
management,respitecare,homemakerandin-homesupportservices,sup-
portedliving arrangements,day habilitation,and minoradaptationsto a
houseor apartment.

In order to qualify for waiveredservices,a personmust: (I) have a
diagnoseddevelopmentaldisability;(2) be eligiblefor Medicaid;(3) be a
residentof an ICF-MRfacilityor at riskof becominga residentwithinone
year if communitysupport is not provided;and (4) have planned and
documentedneedsfor dailyintervention.
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Anothertypeof individualizedapproachis the familysubsidyprogram
cashgrantto familiesto covera portionof expensesfor diagnosticassess-
ment,homemakerservices,training,specialequipment,visitingnurses,
therapists,preschoolprograms,related transportation,and/or parental
relief or child care. Most state-fundedprogramsare intendedto assist
familiestomaintaintheirchildrenwithdevelopmentaldisabilitiesathome.
Casemanagersoftenworkwithfamiliesti securefamilysubsidyor family
support.

Therealityis thatlessthan1percentofallresidentialfundsareusedto
supportfamilies-the peoplemostofteninvolvedinprovidingarealhomefor
peoplewithdevelopmentaldisabilities. ‘

At the sametimefacilitiesandsmallercommunityoptionshavedevel-
opedin Mimesota, we also have had increasedexperiencewith different
waysof organizingthedeliveryof services.Theideaof supportingfamilies
so their childrencan stay at home was a majorchangein thinking. For
adults, case managersmay be asked to assist individualsin arranging
consumer-ownedhousingwhich is a recent developmentin Canada,the
northeasternUnitedStates,andotherstates.Familiesor individualswith
developmentaldisabilitiesbuyorrenthousing,andreceivesupportservices.
Becauseanindividualhasahome,itistheservicesthatchangeasindividual
needschange. In somecases,substantialsupportis providedby neighbors.
Formalservicesare involvedin a supplementalway.The emphasisis on
developingandsupportinga homeandneighborhoodlife fortheindividual
by providingservicesas they are needed. Familieshave developedsuch
arrangementsfortheirsonsanddaughters.InWinnipeg,Canada,60people
livingin 20householdsbelongto thePrairieHousingCooperative.Twelve
of the sixtypeoplehavedisabilities.

A New Way of Working
A staffpersonfromanadvocacyorganizationasked20childrenin a special
educationclassroom,“Whatdoyouwantto dowhenyougrowup?”Noneof
thechildrencouldanswerthequestion.Theyhadno ideawhatit meantto
be a productivememberof society.

Wehavechangedour wayof thinkingabouthow peoplewithdevelop-
mentaldisabilitiescanbecomeproductivecitizensandmakecontributions
to their communities. We used to spend years preparingpeople with
disabilitiesfor eventualwork or providingthemwith shelteredplacesin
whichto work. We have learnedthatby focusingon preparingpeoplefor
work, we have often createdcircumstancesthat result in people never
actuallygettingjobs. Today,wehavelearnedthatifwesupportindividuals
to findjobs, we canthenquiteeffectivelyteachthemthe skillsfor thatjob
andmakeadaptationstotheworkplacethatincreasetheirabilityto dothe
job. We can supportpeopleto workwhiletrainingthemon thejob.

We have learnedthat if we assistpeopleto find, obtain,and retain
employment,there are significantbenefitsfor the people as well as for
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society. The individualsearn a wage, have the opportunityto make a
contributionto the community,are more able to learn from and develop
relationshipswithnonhandicappedpeople,andhavegreateropportunities
to exercisechoicein theirlives. The community,atthe sametime,derives
the benefitsof theirworkandrelateswithpeoplewhohave disabilitiesas
contributingcitizens.

Employmentis importantto mostcitizens,and citizenswith develop-
mentaldisabilitiesarenoexception.Theunfortunaterealityis thatmostof
thesecitizensarenotworking.LouHarrisandAssociates(1986)indicated
thattwo-thirdsofallAmericanswithdisabilitiesbetweentheagesof16and
64arenotworking.Oneinfourworksfulltime,andanotherlOpercentwork
parttime. Two-thirdsof thosewhoarenotworkingsaidtheywouldliketo
haveajob.

Severalagencies,communities,states,andthe federalgovernmentare
redesigningthe wayvocationaland employmentservicesare deliveredto
peoplewithdevelopmentaldisabilities.Thischangeis mostevidentin the
numberof statesreceivinggrantsfromthe UnitedStatesDepartmentof
EducationOffIceofSpecialEducationandRehabilitativeServices(OSERS)
to establishstatewidesystemsof supportedemploymentopportunitiesfor
peoplewithseveredisabilities.OnOctober1,1985,tenstateswereawarded
grants; and on October 1, 1986,an additionalseventeenstatesbecame
involved.Over one-halfof the states are now initiatingchangesfrom a
systemofshelteredemploymentanddayactivitiestoonebasedonsupported
employment.

Over the last two decades, there have been two distinct types of
developmentsin communityservicesrelatedtoworkandemployment-the
early developmentof facilities to provide rehabilitationand sheltered
employmentprograms.ChangesinthefederalRehabilitationActandother
legislationhavereflectedhistoricaldevelopmentsin eachof theseareas.

The 1986amendmentsto the RehabilitationAct acknowledgethe new
way of working. Case managersshould be aware of three important
elementsin thisAct:

● Supportedemploymentis recognizedas an acceptableoutcomefor
employability.Supportedemploymentis definedas employment
in an integratedsettingfor individualswithseveredisabilitiesfor
whomsuchemploymenthas nottraditionallyoccurred.

“ Severedisabilityis definedin termsof functioningleveland
extentof servicesrequiredratherthana diagnosticlabel.

● Rehabilitationengineeringis recognizedas a componentof
vocationalrehabilitation.

Supportedemploymentprogramsprovideintensive,ongoingservices
requiredby people who are unable to secure and maintaincompetitive
employment.Theintentis to providelong-termsupport,or supportaslong
as it is needed.
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Supportedemploymentmeans paid work in a variety of integrated
settings,particularlyregularwork sites,especiallydesignedfor severely
handicappedindividuals,irrespectiveof age orvocationalpotentialfor: (1)
people for whom competitiveemploymentat or above minimum wage
traditionallyhasnotbeenavailable;and(2)peoplewho,becauseof disabil-
ity,needintensiveongoingpostemployrnentsupporttoperformin thework
setting.

Supportedemploymentis furtheroutlinedin OSERSguidelineswhich
speci~ the minimumcriteriaas:

● At least20hoursof paidworkperweek;
● No morethaneightpersonswithdisabilitiesservedat anyonejob

site;and
c Ongoingpubliclyfundedsupport.

Theseguidelinesshowhow supportedemploymentdiffersfromtradi-
tional services. Traditionalservicesfocus on short-termassistanceand
traininginordertoproducelong-termemployment.Forpeoplewhohavethe
most severedisabilities,short-termsupportis not stilcient for obtaining
andmaintainingemployment.Ongoingsupportcanmean:

“ Job analysis-matching individualswithjobs.
● Ongoingtraining-teaching socialandworkskillsrequiredon the

job.
● Ongoingfollow-alongon thejob for as longas required.
“ Transportation.
● Ongoingsupportto the employer.

Casemanagersmustbeawareofthevarioustypesofongoingsupportin
brokeringtheseservices.Foreachindividual,theremaybevariationsinthe
amountof supportprovidedover time, the degreeof socialand physical
integrationwithnondisabledworkers,andpayoptions.

Someoftheeffectsof supportedemploymentservicesidentifiedbylocal
providersincludethe following:

●

●

●

●

As a resultof the achievementsmadeby peoplewhohavebeen
placed,manyprofessionalshavechangedtheirperceptionsabout
whatis possible.
The retentionratein communityjob placementhasbeenhigher
thanexpected.
Communityjob placementtypicallyhasbeenaccompaniedby
improvementsin groomingpostureandbehavior.
Communityjob placementhas beenaccompaniedby movementto
lessrestrictiveplacesto live (Kaliszewski,personalcommunica-
tion,1986).
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Impact of Developments
Increasingly,attentionis shiftingto a concernwithrealworkforpayalong
side nondisabledpeople. The impact of higher expectations,innovative
projects,conferences,andconsultationsisbeingfelt.Thesystemisprogress-
ing,butithasfartogo in addressing:theunderemployment,inappropriate
employment,or completeunemploymentof individualswithdisabilities.

Certainly,the applicationof the supportedemploymentapproachis
consistentwiththe newwayof thinkingaboutpeoplewithdevelopmental
disabilities.Themomentumisbuilding;andaswegainexperiencewiththis
newwayof creatingopportunities,manyissuesarebecomingclearer:

● Onceagain,fundingregulationsareofteninconsistentwiththe
moreindividualizedapproach.Forinstance,dayprogramsare
naturalprovidersof supportedemploymentprograms;yet if
Medicaidis a primarysourceof revenuefor theseprograms,
fundingrestrictionsin the areaof employmentmakeleadership
by theseprogramsdiflicult.

● To makesupportedemploymenta permanentandintegratedpart
of policyandpractice,it shouldbe includedin statestatuteand
fundsshouldbe allocated.To date,operationalguidelinesfor
supportedemploymenthavebeendeterminedby the termsand
conditionsof the federalOSERSgrantandby recommendations
in the professionalliterature.

. The changein bothpolicyandpracticefromsegregatedworksites
to moredispersedemploymentin integratedsettingsrequires
skillsandvaluestrainingfor serviceorganizationsandstaff,a
differentapproachto monitoring,andsupportto the parentsand
guardiansof peoplewithdevelopmentaldisabilities.

RecentCongressionalactionaddressedfiscaldisincentivesforworkers
andis helpingtobuildmomentumfor individualizedemploymentsupport.
Section1619of theSocialSecurityActwasenactedas a three-yeardemon-
strationprojecteffectiveJanuary 1, 1981 (made permanentin 1986) to
removeworkdisincentivesfor recipientsof SupplementalSecurityIncome
(551)disabilitybenefitswhoworkdespitecontinuingdisabilities.Priorto
enactmentof Section1619,recipientscouldloseeligibilityforcashbenefits
and Medicaidcoverageif they engagedin substantial,gainful activity.
Section1619containstwobasicprovisions:

Q Section(a) : Extensionof cashandMedicaidbenefitsto individu-
alswhoseearningspreventeligibilityfor regular551cashbene-
fits (as incomeincreases,cashbenefitsarereduced);and

c Section(b)Extensionof Medicaidcoverageto individualswhose
earnings,althoughhighenoughto preventeligibilityfor 551,are
nothighenoughto covermedicalcare.
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Case managersmust be familiarwith these Social SecurityAmend-
mentsto ensureindividualsdo receivewaivers.

A New Way of Assessment,Planning,
Implementationand Evaluation
A newwayof thinkingabouteducation,living,andworkingin the commu-
nityrequiresdifferentapproachesof assessment,planning,implementing,
andevaluatingservices.

ASSESSMENTS

Allofushavebeentrainedtowriteassessmentsthattendtobeveryoriented
to needs,deficits,problems,or negativestatements. I can pickup a case
recordandreada summaryof physicalcondition,familyhistory,problems,
diagnoses,whatthe persondoesn’tdo in the developmentalsequence,and
then at the end, thereare one or two sentences-Joe has a good senseof
humoror Marylikespeople.

Letus rethinkthis approachof assessments.
Everypersonwhoisemployedhasaperformanceappraisalatleastonce

ayear. Performanceappraisalsevenforpeoplewedon’tliketendtobefairly
positive. We probablywork our way through a performanceappraisal
makingwonderfulstatementsand then say, “Oh, by the way, couldyou
pleaseshowupforwork?”or”I don’twanttomentionit,couldyoupleasestop
stealingfmm the company?”Perhapsto illustratehowverydifferentlywe
describepeoplewithdisabilitiescomparedtoemployees,mentors,orleaders
in the field, the followingcase profile has been preparedfor one of our
nationalleaders. Our nationalleaderis:

Male,caucasian,whois overweight,hashypertension,is
on a lowcaloriediet,is currentlyon eightmedications,
has occasionaloutburstsaccordingto his family,and
needsto controlhis tempertantrumsaccordingto staff.

Ournationalleaderenjoyseatinganddrinkingcoffee. He
doesnot sleepwellat night. (He sleptthroughthe entire
nightonly94 percentof thetimeduringlastmonth.)

Staffreportthathe needsto be providedwithactivitiesto
keephimbusy,buthe doeshavedifficultyadjustingto
change.

He needsto havehis haircut shortto preventhimfrom
pullingit out.

He needshelpin choosingappropriateattirefor social
engagements.
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Whenhe thinksno oneis watching,he entertainshimself
by blowingfuzzballsaroundon his desk.

All of thesestatementsare directquotesfromcase records.Contrastthis
profilewiththetypicalglowingremarkswemakeaboutournationalleaders.

Thechallengeis to assessa person’sstrengthsandto writestatements
thatyouwouldsayaboutyourselfor familymembers.Casemanagersneed
tostopdescribingstacking,stringing,andpointingbehaviorsandsubstitute
functionalapproaches.Afterreadingaprofile,anoutsidershouldbe ableto
describewhatthe personcan do in theregularenvironment.

The challengefor casemanagersis to readliteratureaboutfunctional
assessment,listento speakers,andexperimentwithadifferentapproachto
assessment.Mostfamilymemberswillwelcomea newwayof assessment.

PLANNING

In theolddays,we hadonepersonin charge,usuallya medicaldoctorwho
would“pronounce”whatwouldoccurto individualswith disabilities.We
would refer to that personas God or Dr. God, dependingupon personal
preference.

That approachto individual planning did not work because other
professionalsalsohadan interestandperspectivein the person’slife. The
teamwascreated,andtheteamgrewandgrew. Nowwe havetheCecilB.
De Mine approachto planningwith thousandsof peoplesittingarounda
table,eachwithapartof ascripttorecite.Aftertheentirescriptisread,the
spotlightgoes on, and everyoneturns to the end of the table where the
individualwith disabilitiesand his/herfamily are sitting. The question
askedis “Whatdoyouthink?”Manypeoplereportthesuddenurgeto leave.

Thechallengetocasemanagerswhochairteammeetingsistomakethe
teamapproachworkwithoutintimidatingeveryindividualandfamily.Can
theteammeetingsincludepeoplewhoarefriendsorhaverelationshipswith
the individualwitha disability?Cancasemanagersbeginto usepersonal
futuresplanningapproachesratherthanpreprintedscripts?

IMPLEMENTATION

At theforefrontof theimplementationaretwowords—respectanddignity.
Duringthe past two decades,there have been severalphasesof special
educationwhichdidnotproviderespectanddignity.Weneveraskedpeople
withdisabilitieswhattheyneededorwanted.Instead,wetriedseveralnew
methodologiesincluding:

“ Operationalizingnormalizationthroughscheduleswhichcalled
forwatered-downelementaryschoolacademicsin the morning,
musicandcraftsafterlunch,bowlingon Tuesdays,swimmingon
Thursdays,andbirthdayscelebratedoncea monthat the conven-
ienceof the LadiesClub.
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●

●

●

Grossmotorphasewhichentailedbalancebeams,trampolines,
parachuteplay,exercisemats,andindividualswalkingaround
withobjectsattachedto theirheads,hands,andfeetto helpthem
developbettercoordination.
Developmentalmodelfeaturinghundredsof developmentalscales
andcurriculathatbeganwiththe assumptioneveryindividual
mustworkthroughseveralstepsfrominfantsto toddlersto
childrento adulthood.Unfortunately,mostpeopleendedup
neverprogressingpaststackingblocks,stringingbeads,and
assemblingpuzzles.
Thebehaviorismphasecamein witha newvocabularysuchas
antecedents,consequate,precisionteaching,stimulus;DRO,and
overcorrection.Theprecisionmentalitywasappliedto develop-
mentaltasksyieldingobjectivessuchas, “Billwill shave50
percentof his facewith70percentaccuracyon 3 of 14consecutive
days.”

Casemanagersneedtorecognizethatimplementationhasbeenrevolution-
izedbyafunctionalapproachthatiscommunityreferenced.Technologywill
create additionalways of augmentingthe strengthsand capacitiesof
individualsto live andworkin the community.

EVALUATION

At the top of the list on everyindividualplane shouldbe friendshipsand
relationshipsforindividualswithdisabilities—hopefhlly,thefriendswillbe
peoplewhoarenotpaidtobewiththisindividual.Inadditiontothedemand
for friendships,case managersshouldbe comfortablewith the following
criteria:

Age-Appropriate:Wouldthesematerialsbeused bya
nondisabledpersonof the samechronologicalage? Would
theseskillsbe performedby a nondisabledpersonof the
samechronologicalage?

CommunityReferenced:If objectivesaremet,will there
be participationin a varietyof integratedcommunity
settings?Are objectivesmeetingbasicskillsneededin the
future?

Functional:If the persondoesnotlearnskillsdescribed
in the objective,will someoneelsehaveto do thoseactivi-
ties? DOthe activitiesinvolvemutualinteractionwith
nondisabledpeers?

Generalization:Are skillstaughtor performedwith
naturalcuesandreinforcement?Are the skillstaughtin
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the naturalsettingswheretheywill needto be performed
(home,communitysettings)?

Choice:Are the objectivesbasedon a comprehensive
assessmentthatemphasizesstr&-@hsof the individual?
Do the objectivesreflectindividtkal’schoicesandinter-
ests?Do theobjectivesreflectfamily’schoicesandinter-
ests?

Casemanagersareabsolutelycriticaltotheconversionfromtraditional
servicestocommunityintegration.Case@anagersshouldnotacceptspecial
buildingsas communityintegratedsettings. Peoplewith disabilitiescan
live,work,andplay in regularhouses,work sites,andrecreationalareas.
Case managersshouldalso not assumeindividualswith the most severe
disabilities“need”themostrestrictivesettings.Peoplewiththemostsevere
disabilitiesare living, working,and enjoyinglife in the least restrictive
settingsin severalstatesandprovinces.
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Historical, Current and Future Perspectives
Edited by Mary Hubbard Linz, Patricia McAnaHy, & Colleen Wieck.
.....................*.*.**.*............● ................................................
Forewordby ProfessorRobert Bruininks,Direcfo&Minnesota University
Affiliated Program on Developmental Disabilities
. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .
Case Management: Historical, Current and Future Perspectives is the firstmajor
effortto integrateinformationonpracticesandproceduresonthisemergingareato ensure

t
quali servicesh atimelymannerforthosein needof services.As afocus,theseessaysdeal
witht e casemanagementneedsof thosewithdevelopmentaldisabilities.Butthe issuesare
similarfor all personsin needofserviceswithin a communi setting.Theissuesareviewqed

!’historicallyandphilosophicallyfrom differentsocialsystemevels(individual,family,
community).Thebookis transdisciplinaryandso is of interestto therangeof providers,
practitionersandresearchersin the humanservices.

From the Introduction
Despiteenormousgainsinfundingandmore
enlightenedattitudesin manycountries,services
to citizenswithdisabilitiesarestill managed
throughan incrediblycomplexmazeof legal
guidelinesandarchaicmanagementstrategiesat
everylevelof government...[and]continueto
functionwith littlecoordination,efficiency,or
effectivenessata timewhenintegrationof purpose
andactionareurgentlyrequiredto addressthe
serviceneedsOfpeoplewith disabilitiesandtheir
familymembers...

Thetermcase management enjoysmany
differentdefinitionsandinterpretations.As
community-centeredservicesandsupport
programshaveevolved,however,theconcepthas
clearlyexpandedto addressawiderangeof issues
includingstrategiesnecessaryto ensureaccess
andequity;planninginvolvingpersonswith
disabilities,familymembers,providers,and
others;coordinationofeffortandresources;and
assuranceofappropriateness,efficiency,and
qualityin servicesandprogramsof support.
Soundcasemanagementpracticesshould
producebetterplanningandcoordinationof
programs,butit shouldalsobeconcernedwith

increasingthequalityof lifefor peoplewith
disabilitiesin thecommunitiesin whichtheylive,
learn,andwork.

Inanareawithlimitedliteratureandresearch,
Case Management:Historical, Current, and
Future Perspectives,exploresthis important
issuefrommultipleperspectives.Itemphasizes
majorhistorical,functional,andconceptualissues,
thelifecycleneedsof personswith disabilitiesand
theirfamilies,theessentialimportanceof
organizingthenaturalstrengthsof communities,
thecreativerolesofparentsandotherfamily
members,newandcreativecasemanagement
models,theimplicationsof critical lifetransitions
in earlychildhood,includingthoseunderthree
yearsofage,andlateadolescence,andimportant
challengesin philosophy,law,regulation,and
managementpracticesin providingsupport
throughcasemanagement.Aboveall, this bookis
aboutimprovingtheconnectionsof peoplewho
needsupportandserviceswiththeirfriendsand
withtheircommunities.

- RoberlBruininks
Instituteon CommunityIntegration

UniversityofMinnesota
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