


—. — —.

The MetropolitanCouncil’sDD Csaa Management Projectwas funded in part through grant number 16072 under
provisionof the DevelopmentalDisabilitiesAct of 1984 (RL. 98-527). Contentof this document does not necessarily
reflect the positionor policyof the Governor’sPlanning Council on DevelopmentalDisabilitiesnor that of the StatS
Plenning Agency.

L



THE CASEMANAGEMENTTEAM:
BUILDINGCOMMUNITYCONNECTIONS

1987

By ToniLippert
DevelopmentalDisabilitiesProgram

of the
METROPOLITANCOUNCIL
300 MetroSquareBuilding

7th and RobertSts.
St. Paul,Minnesota55101

PublicationNo. 421-88-011

Reprintedby
MinnesotaGovernor’sPlanningCouncil

on DevelopmentalDisabilities
October1989

I



Table of Contents
Acknowledgements● *-*****9*● ***********●8*********● *****9****● 9*m**90ae*a● ***O*******●

Introduction● *.*m*.***● =*********● ****.****..● **e. ****a* ● ****.****.* ● *9*8****** ● **********

Chapter 1 ● ****9****●*9***9*****● O********=***● ********9*● *e***o***m● *mea*****a● *0****9**m*
‘W4aqvIs A PersonandMy Sister”:NewInsightsAboutPeoplewdh
DevelopmentalDisabW”es

Chapter 2 ● *****-****● ****m*****@● ******D*****● ***********8*m00e****m*●**8*Ome***e*● O******
Servicesfor an Integ.mtedSoa”ety

Chapter3 ●***.***m..●*****a****● *m** *m. *****e ● . ******mm** ● . * *.*.*..** ● **** m* *m*** ● ****9**

tie Management:A NewRi”ndof Help

Chapter 4 ● ********O● *9********9***********●*9********●*-*******O● *****O******● *O***-*****●

A l%vcessfor BuiM”ngCommun@Connections

Chapter 5 .*** *m *e** ● 9 * *****..** ● ******mm** ● .9********* ● .9.******* ● *********.* ● **********.*

Monitoring,Ew.hdon andMvocM”ng

Chapter 6 ● ******me*● *****a~***● m*** **a e.* ● **.*****.* ● **** a* *me* ● *****.****. ● **m ***m**.. 9**

l%e CaseManagementTeam—A Pa~ership

Chapter 7 ● ****mee*m● *8*******
J3rploringNewRoles

Chapter 8● **********● **** a
UsingRegu14ar
Commun@Resoumes

Chapter 9.... ............ 49
Achim”ngAn Integmted
Socie~

Appendices........... ... 55
Rletry:
ShannonMcCartby-Bicha,DcvdopmcntalDisabilities
MvisoryCommitteeoftheMetropolitanCouncil

Illustrations:
JanTockman

2
3
5

9

15

21

27

31



This publicationwas made
possiblethrougha grant from the
MinnesotaGovernor’sPlanning
Council on Developmental
Disabilitiesof the StatePlanning
Agency,with matchingsupport from
the MetropolitanCouncil.

Continuingdirectionwas provided
by the DevelopmentalDisabilities
AdvisoryCommitteeof the Metro-
politan Council,whosemembers
include: DorothySkarnulis,chair-
person;BettyGoodman,vice
chairperson;ShannonMcCarthy-
Bicha,whosepoetryprecedeseach
chapter;and GeraldBiese,Martha
Dwyer,GeraldGlomb,Eileen Harris,
James House,KayKessel,Marijo
McBride,DianeSalo McNearney,
Ralph McQuarter,Alfred (Bud)
Morin, Mary Powell,Eileen
Schmokel,Joan Schoepke,Nancy
Seiler,BeckySmith, Edward
Sootsman,KatherineSvanda,
Claudia Swansonand Karen
Thimm.

The sevencountiesof the Twin
Cities MetropolitanArea also con-
tributedtheir support. People
representingthose countieswho
assistedin the productionand
pilotingof this bookletare: Dennis
Herzog,AnokaCounty;Vicki
Peterson,CarverCounty;Mike
Corman,SusanHansonand Lyle
Wray,DakotaCounty;Mary Barstad,
HennepinCounty;EdwardVanAllen
and WilliamZuber,RamseyCounty;
TomBehrand Shari Weeks,Scott
County;and RichardBackman,
WashingtonCounty.Staff of the
MinnesotaDepartmentof Human
Serviceswere alwayswilling to
respondto questionsabout their
agency’sresponsibilitiesregarding
case management.Shirley Patterson
Schueand EdwardSkarnuliscon-
tributed in this way.

Other valuablesuggestionsand
insightsregardingthe contentsof
this bookletwere providedby
ShirleyAmundsen,SandyAndrews,
Jean Bell, AndreaBue,Mary Jane
Dahlgren,Gail Diez,MarthaDwyer,
KayGabelman,BarbaraHannah,
NaomiJordet, Ron Kaliszewski,Pat
McAnally,MaggieMiller,Ruth Par-
son, Rob Peitzman,DavidPodvin,
Bill Reinwald,NancySadowski,
AudreyStegeand ColleenWieck.

Special recognitionis due to
severalof the above-mentionedin-
dividualsfor sharingtheir personal
experiencesas parents,case
managersand professionalsto pro-
vide readerswith accuratetechnical
informationand actualexamplesof
integrationprinciplesand practices.
In particular,acknowledgmentis
due to Mary Powelland Joan
Schoepke,parents,whoseown ex-
periencesidentifiedthe need for
this booklet,and to DorothySkar-
nulis, anotherparentwhosesugges-
tions, encouragementand unlimited
patiencesignificantlynurturedits
development.

2



Ttiay we havea clearer vision
than in the recentpast of how peo-
ple with developmentaldisabilities
can live in our society.New and
more accurateinformationgained
from nationwideresearchand
demonstrationprojectsmakesthis
possible.me Case Management
Team: Building Community Connec-
tions presentsideas about how
families and case managerscan
use case managementto increase
the integrationof peoplewith
developmentaldisabilities into their
communities.Public officials,ser-
vice providersand advocatesmay
also find the bookletuseful in
understandingand promotingthe
trend towardcommunity integration.

This publicationwill explainthe
ideas referredto here as the integm-
tionphilosophy.The integmtion
philosophyholds thot d pSOpiS,
ngwdlkssof the sever@ of their
disabilities,bebng in the commun?y.
“- assumescertain basic beliefs:It
●

●

●

●

●

Without any reservation,people
with developmentaldisabilities
are fully human.
They are citizenswhose human
and civil rights are guaranteedby
the Constitutionand laws of the
United States.
They havethe capacityto think
and to learn even though their
disabilitiesmay seriouslyinterfere
with their developingand display-
ing these abilities.
They can live successfullyin an
integratedsociety if they have
appropriatesupport.
Societyhas the obligationto help
peoplewith developmental
disabilitiesto exercisetheir rights,
to expresstheir choicesand to
acquirethe skills and behaviors
they need to becomeparticipat-
ing and valued membersof their
communities.

This bookletproposesanother
assumption:cosemanagementcan
bunskiatethesebeliqfsintopmctice.

The integrationphilosophyhas in-
fluencedthe developmentof very in-
dividualizedand creativeresidential,
educational,vocationaland recrea-
tional services.However,public
funding for such services is only
beginning.Mostpublic funding still
favorsthe moretraditionalkind of
services.Forexample,only a small
proportionof vocationalrehabilita-
tion funds and Medicaid(Title XIX)
funds are spentfor the new ser-
vices that do not require use of
special facilities.

Strongadvocacyby parentsand
professionalsmade it possibleto
begin fundingthe more integrative
services.Continueddemandcan
substantiallyincreasethe proportion
of fundingthat is available.That is
why parentsand case managers
should knowmore about the in-
tegrationphilosopy,its principles
and practices.

The term “people with develop-
mentaldisabilities” is used here to
refer to peoplewith severe,chronic
mentalor physicalhandicapsthat
becomeevidentbeforeage 22, that
substantiallyinterferewith their
developmentin areas such as self-
care, learning,mmmunication and
mobility,and that requireongoing,
intensiveservices.They are people
with handicapssuch as severeand
profoundmentalretardation,or with
significantphysical,sensory-motor,
neurologicalor behavioralcondi-
tions. They frequentlyhavecom-
binationsof thesedisabilities.The
informationin this booklet is intend-
ed to referto this populationrather
than to peoplewith more moderate
handicaps,exceptwhere otherwise
stated.

The term“family” is usedthrough-
out to mean parents,siblings,other
relativesor legal guardians.For
peoplewith severe,multiplehandi-
caps, the family is often an essen-
tial part of the decision-making
processin case management.
Althoughthe individual is the
primary focus of case management
sewices,often families need help in
maintaininga lifelong,beneficial
relationshipto the family member
with developmentaldisabilities.This
assistanceshouldsupport,not
replace,the family.

“Case manager” refersto county
social workerswho havebeen
assignedcase managementrespon-
sibilities for peoplewith develop-
mentaldisabilities.They play an
importantrole in helpingtheir
clients-people with developmental
disabilitiesand their families-obtain
servicesthat are individualizedand
connectthem to their communities.
As leadersof the case management
team, they need extensiveknow-
ledge about servicesand indepth
informationabout their clients.

l%e ChseA4fmagementTeam:
Buikiiing(hmmunity Clmnedions is
only an introductionto the integnz-
tion philosophy,to the excitingnew
informationabout peoplewith
developmentaldisabilitiesand to
case management’srelationshipto
integratedservices.The references,
recommendedresourcesand infor-
mation in the Appendicesprovide
additionalhelp for readers.
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Eventoday,peoplewith develop-
mental disabilitiesoftenare iden-
tified with their handicap.They are
seen as membersof an unfortunate
group, incapableof all but minimal
human development.They are
separatedfrom their familiesand
providedservices in special facilities
that limit their contactwith other
people in the community.

Tday, such beliefsand practices
are changing.As one family
member expressedit, “Mary is a
personand my sister.She happens
to have mental retardation,but that
is somethingthat is a part of her. It
does not sum her up!’ ‘“ Com-
munitiesand sewices are changing
too, as the new informationabout
innovativeprogramsspreads.

What are Developmental
Disabilities?

“Developmentaldisorders” are
conditionsoccurringearly in child-
hood that impair mentalor physical
structures,growthand maturation,
and function. Mostoften progress
through the normaldevelopment
stagesof childhood is delayedor
absent.Autism,cerebralpatsy,
epilepsy,mental retardation,
sighthpeechlhearingdisorders,
spina bifida, and childhoodand
adolescentpsychosesare the most
commonof these disorders.‘q

In the early 1970s,the strong
effortsof advocates—parentsof
people with developmental
disabilitiesand professionals-
broughtabout changesin the law.
The federal law authorizingservices
and funding for peoplewho are
mentally retardedwas amendedto

add peoplewith other develop-
mentaldisordersthat required
similar services.This federal law is
knownas The Developmental
DisabilitiesAssistanceand Bill of
RightsAct (I?L.100-146).

Basedon this law,a developmen-
tal disonieris not considereda
developmentald&u6Mtyunless it is
chronic,severe,begins beforeage
22, and limits major functionssuch
as language,mobility,learning,car-
ing for oneselfand independentliv-
ing. Peoplewith developmental

A Change in Perception

Developmentaldisabilitiesusually
interferewith the ability to take care
of oneself, moveabout, learn, com-
municate,make choicesand make
friends. Historically,it was believed
that peoplewith developmental
disabilitiesactually lackedthese
abilities.As a result, their services
over-emphasizedthe person’slimita-
tions or deficienciesand ignored
their need to learn evenbasic skills.

Historically, it was believed that people ~“th
developmental disabilities actuully lacked these

abilities. As a result, their services over-
emphasized the person> limitations or deficiencies
and ignored their need to learn even basic sb”lls.

Now research and observations are challenging
this traditional beliejtl

disabilitiesmay includechildren,
adolescentsand adults,They often
havebeen labeledas trainablemen-
tally retarded;or as havingautism,
cerebralpalsyor epilepsy;or having
severesight, speechor hearing im-
pairmentsor as severelyemotionally
disturbed.The terms “develop-
mentallydisabled” and “severely
handicapped” are used inter-
changeablyhere.

Now researchand observations
are challengingthis traditionalbelief.
Individualswith developmental
disabilitiesdo havecapacitiesfor
many basic functions,but in most
circumstanceshavenot been able
to developthem well. Someprofes-
sionals haveconcludedthat the lack
of observableabilities in many
cases may be due moreto limita-
tions in the person’sliving situation
and training than to the limitations
caused by the disabilities.(3)
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Chapter 1

Severalfactorshaveinfluenced
this new view of peoplewith
developmentaldisabilities:
●

●

●

●

recentgovernment-supported
research,which has produced
more effectiveservicetechniques;
the use of newtechnological
devicesand equipmentwhich
has improvedtheir communi-
cation, mobilityand learning
ability;
successfulachievementsof
studentswith severehandicaps
who receivedfree public educa-
tion in local schoolsand thus re-
mainedwith their families in their
own communities;and
higher expectationsfor those
studentsby their families,service
professionalsand advocates.(4J

Changing Lives

Some childrenand adultswith
severemultiple physicaland mental
handicapsnow are living in
“ordinary” houses,apartmentsand

condominiums.They are no longer
segregatedin specializedor medical
facilities.Otherchildren remainwith
their familiesand attendtheir local
schoolswith neighborhoodchildren
who are not handicapped.Some
adults are employedin community
businessesand industries,and earn
wagesalongwith their nonhandi-
cappedco-workers.They enjoy
recreationwhereothers also spend
leisuretime.

Anotherbasic humanneed is
social acceptance,or a senseof
belongingin a community.Roles
that confer communitystatusin-
clude being a memberof a family,a
neighbor,friend, student,job trainee
or employee,or a community
volunteer.Theseare valuedroles
and everyonehas a needto be
valued. Familiesand professionals
should see that thesepersonaland
social needsare met.

A new perspective on people ~“thdevelopmental
disabilities gives primary attention to their human
qualities and to the needs that arise from human

nature rather thanjlom the handicaps.

Of course,peoplewith develop-
mentaldisabilitiesneed assistance
and supervisionfrom their families
or trainedstaff to engage in some
of these activities.And usually the
environmentrequiresadaptationsor
modificationsso that peoplewith
developmentaldisabilitiescan par-
ticipate.Manyexamplesof these
changesexist today in severalparts
of Minnesotaand in other states.

New levelsof achievementhave
called into questionthe traditional
viewsthat identifypeoplewith their
handicap,and excludethem from
certainopportunitiesbecausethey
are “retarded.” This has led to low
expectationsfor the personso
labeled~~

A new perspectiveon peoplewith
developmentaldisabilitiesgives
primaryattentionto their human
qualitiesand to the needs that arise
from humannaturerather than from
the handicaps.One of the most
basic humanneeds is the develop-
ment of a personalidentity.One’s
identityor self-imageemergesfirst
within the family and laterwithin a
circle of friends.As one developsin-
dependenceby havingsome control
over one’s life, by exercisingchoice
and makingdecisions,personal
identity is strengthened.

Attentionto such needshas
positiveeffects,accordingto obser-
vationsof workersin specialeduca-
tion services.In the past 10years,
professionalshaveworkeddirectly
with studentswhoseaccomplish-
ments surpassedthe previous
generationof personswith the same
types of severeand multiplehandi-
caps.These professionalshave
begun to identifysomecommonfac-
tors in the livesof thesestudents.

One of the mostnotablefactorsis
that most of them livedat home
with their families.They developed
positiveself-imagesthat came from
their families’acceptanceof their in-
dividualityand their valueas family
members.Besidesliving at home
and being a neighbor,their rolesas
students,job traineesor employees
also gavethem moreopportunities
to meet and talk with othersand be
acceptedas regularmembersof
their communities.Thus they
achievedhigher communitystatus
than other peoplewith developmen-
tal disabilitieswho lived in segre-
gated and insulatedenvironments.

In addition to peopleliving in their
communities,havingfamily ties and
being part of the neighborhood,
anotherstrikingdifferenceabout
them has beenobserved.Their
families and neighbors,their

I
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Chsptsr1

teachers,classmatesand employers
had ttigher expectationsfor them.
These expectationsreinforcedtheir
personaland communitystatusand
encouragedthem to achievemore.
To encouragehighergoals for
others with similar severehandi-
caps, professionalsproposednew
ideas and appliedand testedthem.

Their findings havegenerated
severalprinciplesto guide the train-
ing and environmentsof individuals
with developmentaldisabilities.Data
from their researchhas been
distributedthrough nationaland
local publications,conferencesand
workshops.The philosophythat
emergedfrom thesecollective
activities is called here the integm-
tionphilosophy.The integmtion
philosop@pqoses that all people
withdkveiopmentaldisability belong
in the community.It is consideredby
many to promotea betterquality of
life than traditionalsewices.

As news of this philosophyhas
spread,attitudesand expectations
for peoplewith developmental
disabilitieshave been reexamined.It
also has requireda rethinkingabout
the kinds of servicespeoplewith

severehandicapswere receiving. should be redefinedas whuteverw
More familiesand professionals nangements(jemonalassiwkanceand
beganvigorouslyto challengetradi- envhmmentuiadaptations)am needed
tional ideasabout peoplewith ~ ti”viduals to becomemom in-
severehandicapsand what con- &pndent, productiveand Jntegnated
stitutedappropriateservices. in their communities.

The integrationphilosophy proposes that all peo-
ple w“thdevelopmental disabilities belong in the

community.

The 1984amendmentsto the
DevelopmentalDisabilitiesAct
statedthat the purposeof the law
was to “increase and suppotl the
independence,pmdu@”v@and in-
tegnadoninto the commun@of per-
sonswith developmental
disabilities.”But peoplewith severe
handicapshad not been measured
in these terms.Nor did their ser-
vices producesignificantprogressin
these areas.Thereforea new mn-
cept of serviceswas needed.To
securethese results,services

Thus, arrangementsor services
must no longer be insulatedor
segregatedin specializedfacilities.
Peoplewith developmental
disabilitiesmust be bettercon-
nectedto their communities.They
must be providedthe individualized
support they needto live satisfying
lives in an integratedsociety.
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cant laws,the Developmental
DisabilitiesAct, 1970,and all later
amendmentsspecificallysingledout
personswith severe,chronichan-
dicaps.The act includesa bill of
rights for personswith develop-
mentaldisabilities,identifiesnation-
wide priority needs and createsa
council in each stateto advisethe
governoron those needs.Although

Families,case managersand that peoplewith substantialmentai many statesalreadyhad lawsto
other service providersare accept- or physicaldisabilitiesthat begin protectand aid peopiewith han-
ing these new insightsabout people early in life need significant,conti- dicaps,the federal lawsgavestates
with developmentaldisabilitiesand nuing help to meet their needs for more specific responsibilitiesfor
want to help them build community housing,education,employment peoplewith severehandicapsand
connections.To accomplishthis, and inmme. The most important providedadditionalmoneyto carry
families and mofessionalsalso need federal laws inciude: out those directions.
to understand: ●

● how and why changes in services
occur,and

● what servicesfor an integrated ●

societyare iike.
Social servicesdeveiopedas peo-

ple recognizedthat somechildren
haveconditionsthat requiregreat ●

amountsof heip to ensuretheir
growth and development.The ●

United Statesacknowledgedthese
conditions by enactingpublic ●

policiesand laws.Toensurethat
peoPlewith severehandicapswill

The MentalRetardationFacilities
and CommunityMentalHealth
CentemConstructionAct, 1963
SociaiSecurityAmendmentsfor
IntermediateCare Facilitiesfor
the MentallyRetarded,1965and
lm
Title XVI of the SociaiSecurity
Act, 1972
VocationalRehabilitationAct
Amendments,1965and 1973
Educationof All Handicapped
ChildrenAct, 1975
Healthcare and day programs

Lookingat earlier federaiand
state laws showsthat the first ser-
vices they establishedwere based
on early beliefsabout developmen-
tal disabilities.For example,at one
time, peoplewith mentalretardation
were consideredsick, subhuman,
objectsof pity or feat or eternal
children.(’)So the early sefvices
reflectedthose beliefs.Shifts in
views over the last 100yearspro-
duced three distincttypesof service
systems.The systemscan be
describedas segregated,indated

be able to exercisetheir hu”manand becameavailablethroughother and integrated.
civil rights severalfederai lawswere amendmentsto the So6al Security
passed.The laws generallystated Act in 1965.One of the more signifi-

DevelopmentalDisabilitiesServiceSystem

WWJ Attitudes Expectations Senfices

Segregated Negative;devalued;objects None,iow Large institutions;isolated;
of fear,pity,charity custodialcare

Insulated Limitedpotential;identify Moderatefor peopiewith Disability-focused;sheltered;
personand performance higher IQ scores;stiil very specialized;facility-dependent
with disability;can learn low for individualswith services(iCFs-MR,DACsand
oniy in separate,speciai- severehandicaps shelteredworkshops);
ized locations communitypresence

Integrated Positive;vaiued person; High; capacity limited Individualizedarrangements;
unknownpotential mostlyby training and personalassistanceand

environments environmentalmodifications
to supplementperson’s
strengths

—
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Segregated Services

Segregatedserviceswere based
on the belief that peoplewho acted
and lookeddifferentwere a danger
to the public. In the 1890sand early
1900s,this idea led to many people
with mental retardationor severe
epilepsybeing isolated.They were
sent from their homesand com-
munities to institutionsfar away in
unpopulatedareas.They were given

.

basic necessities-food, shelter,
clothingand minimal healthcare.
They lived in institutionalbuildings.

Mentalretardationwas often con-
fusedwith insanityor was thought
to be a rendition that could not be
improved,so no training was provid-
ed to teach neededskills. As more
and morepeoplewere sent away
from their homesto institutions,in-
stitutionalizedsystemsin all states
grew.Overcrowdingand increasingly
inhumaneconditionsled to even

moredeteriorationin the healthand
behaviorof the peoplewho lived
there.The way institutionswere
operatedreflectedsociety’sbelief
that the residentsweresubhuman,
with no ability to learn.

Insulated Services

In the 1980s,the emphasison
civil rights influencedideas about
peoplewith mentalretardation,
epilepsyand otherdevelopmental
disabilities.It also becamemore ap-
parent, by that time, that some peo
ple with these disabilitiesin a
milder form could benefitfrom train-
ing and education.About this time a
new concept,“Normalization~’
originating in the Scandinavian
countries,was introducedin the
United States.Wolfensberger’s
book, The Principleof Normalization
in HumanServices,@becamean
acceptedstandardin this.country.

Simply stated,the normalization
philosophyholdsthat peoplewith
severehandicapscan grow and
develop if providedwith resources
and assistancelike that availableto
other people in society.Normaliza-
tion createda morehopefulvision
of peoplewith developmental
disabilities-of outcomesthey could
expectand of the meansto achieve
them.

At about the sametime as the
normalizationphilosophyspread
throughoutthis country,parentsof
peoplewith mentalretardation
beganto organize.The Association
for RetardedCitizensbegan in Min-
nesotaand expandedinto many
other states.The parentadvocacy
movementlaunchedan intensive
educationaleffort to informfederal,
state and county legislatorsabout
the deplorableconditionsin the
public institutions.Parentadvocacy
has been a critical factor in passing
both federaland statelegislation.

In the 1970slegal actionaccom-
panied the spreadof the normaliza-
tion philosophyand the strong
parent advocacymovement.Several
major class-actionsuits against in-
stitutionsand administratorsbrought
about rulings on the rightsof per-
sons with mentalretardationwho

- ...... -+-
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Chapter2

were in stateinstitutions.[aForemost
amongthese rightswas the right to
treatmentin the least restrictiveset-
ting. It becameone of the principles
of the integrationphilosophy.

The belief and valuesexpressed
in the normalizationphilosophy,the
parentadvocacymovementand
court actionschangedfederalpolicy
and legislation.Statesand county
governmentswere requiredto
establishthe neededservicesin
local communities.Peoplebegan to
leave institutionsand returnto their
own communities.Somenew
community-basedserviceshad
alreadybegun in the late 1960sand
early 1970sin Minnesota.But even
then it was believedthat people
with severehandicapscould only
grow and developfrom training in
specializedfacilities.

During the 1970sdaytimetraining
centers,shelteredworkshopsand
residentialfacilitiesexpanded
throughoutthe state.Althoughthese
facilities were locatedwithin com-
munities,the peopleusing them re-
mained insulatedfrom others.They
were offered little or no daily contact
with nonhandicappedpeopleother
than their own families or program
staff. Peoplewith mild or moderate
mental retardationeventually
developedrelationshipswith others,
but peoplewith severeor profound
retardationor other severedisabili-
ties were still shelteredor insulated
from the generalpopulation.

Often their extremedependence
on others-because of physicalor
sensory impairments,lack of com-
municationskills,or serious
behavioralproblems-were thought
to make them more vulnerableto
risk, ridiculeor abuseby other
membersof the community.They
were thus insulatedas they received
services in special facilitiesto meet
their “special needs.”

In 1975,a federal law was passed
giving all childrenwith handicaps,
includingthose with developmental
disabilities,the right to free,ap-
propriateeducationin the least
restrictiveenvironment.Twoimpor-
tant things happenedbecauseof
this law. First, most familieswere
able to keep their childrenat home.

Evenchildrenwith the mostsevere
handicapsdevelopedskills and
behaviorspreviouslyassumedim-
possible.Parentsand educatorssaw
that remainingat home and receiv-
ing formal teachingresultedin the
higherachievementsof students.

Second,familiesof these students
beganto seek future servicesthat
would allowtheir children to con-
tinue their rolesas citizens in their
own community.For example,after
schoolyears,adults typically seek
employment.Thus, more parents
and professionalsbegan to reject
traditionalpost-schoolservicesin
specialfacilitiessuch as “sheltered
workshops.”They beganto demand
training for real jobs in business
and industryratherthan simulated
work in insulatedor shelteredset-
tings. They beganto expectmore of
and for their children.

. They are providedin natural
ratherthan insulatedor artificial
settings.

. They offer continualopportunities
for makingchoicesand reducing
dependence.

. They promotewider association
with nonhandicappedpeople,
beyondthe person’sfamily and
paid staff.
Somefeel the normalization

philosophyis too general.A strong
clear statementof the new vision of
peoplewith developmental
disabilities is needed.The integra-
tion philosophyfills that need. It
proposesthat peoplewith
developmentaldisabilitiescan and
should participatein the life of their
communitiesand that communities
should be open, inclusiveand sup-
port their integration.

This philosophyhas produceda

somefeel the normulimtion philosophy is too
general. A strong clear statement of the new vision
of people w“thdevelopmental disabilities is needed.

l%e integrationphilosop~ fills that need.

Integrated Services

Moreprofessionalsand parentsof
older,noneducatedadults began to
hear aboutsomeof these suc-
cessfulprograms—newertypes of
living arrangements,supported
employmentand integratedrecrea-
tional programsusing community
settingsand resources.They began
to demandand createthe newer
kinds of servicesall acrossthe
country.

The sewice systembegan to
changeonce more: from segregated
and insulatedto integrated.in-
tegratedservicesoffer the following
characteristics:
● They are individualized.
c They focuson developingskills

and behaviorsneededfor daily
living functions.
. They are appropriateto the

age of the individual.

numberof specificprinciplesor
guidelines.Somehavebeen stated
by professionalsin specialeduca-
tion. Some reflectguidelines
developedby other serviceprofes-
sionals and parents.Theseprin-
ciples can be usedas standardsfor
case management,residential,voca-
tional, educational,health, recrea-
tional and all other services.

Integration Principles

● Indiviiiualizwo“n. The selectionor
developmentof a specificpackage
of servicesshould be basedon an
individual’shumanneedsas well as
on the person’suniquecombination
of abilities and limitations..UlhmateCrbion. Skills and
~haviors to be taughtshould relate
directly to functionsan adult will
need to live a satisfyinglife in an in-
tegratedsociety.
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● Least Restrictive.Setices, by the
manner in which they are provided
or where they are offered,should
not unduly limit or restrictthe per-
sonal rights and preferencesof
individuals.
. iVazumlSupWw Familiesprovide
the most naturalsupport.They
should be assistedwhen necessary
to maintaintheir childrenwho are
developmentallydisabled,as long
as they are able and willing to do
so and as long as it benefitsthe
child. Adults should be helpedto
maintainfamily ties and to develop
friendships.Assistancefor in-
dividualsand their familiesshould
be sought from other naturalsup-
port networksthat include relatives,
friends, neighbors,religiousgroups,
civic organizations,placesof
employmentand social clubs. If
these natural networkscannot main-
tain the neededsupports,evenwith
special adaptations,then more for-
mal, specializedarrangements
should be made.

● Z+uthJPani@don. Activitiesand
environmentsshould be modified,
and assistancegiven, so that peo-
ple with developmentaldisabilities
can participate,even in part, in the
sameactivitiesand resourcesof-
feredto others.
● NatumlPmpo*n. Services
should integratepeople who are
severelyhandicappedwith non-
handicappedpeople in the approx-
imateproportioneach has to the
whole population.
● Se&LMenninalien.Sewices
should increasethe ability and the
powerof individualsto exercise
personalchoice and to increase
controlof their own lives.

Setvicesincorporatingthese
principles,such as integrated
educationand recreation,supported
employmentand supportedliving
arrangements,haveprovenvery ef-
fective.They have increasedin-
dividuals’physical,personal,social
and communitystatus.If these
principlesare missing,the rights of

peoplewho are severelydisabled
are more restrictedthan thoseof
peoplewithout handicaps.

In addition to learningand using
the principlesabove,families,case
managersand othersmay be in-
terestedin other criteriaand
guidelinesthat integrationpracti-
tioners haveproposed.Twoex-
amplesare found in AppendixA
and 6: “Seven Qualityof Life in-
dicators:’ 1987,and “Developmental
DisabilitiesRegionalPolicyPlan;’
1985.

NOTES

1. Wolf Wolfenaberger.The PrhIc/@eof Nonndization in HumeriServ/cett Toronto:National Instituteon Mental Retardation.1972.

2. Ibfd.

~ Major claaa action suite:Wyatt v. Stickney in Alabama, 1S72;Welech v. Likine in Mhwmaota,1S74;United Statee v. Solomonin Maryland, 1974;
New York Associationfor Retarded Citizensv. &my (Wdlowbrcrok),1975; and PennsylvaniaAaaociationfor Retarded Citizensv. Pennhurst,
1s77.

OTHER RESOURCES

1.

2.

“why Integration?”19S7.Lumna H. Meyer.Availablefrom Universityof Minnseota ConsortiumInstitutefor the Educationof Severely Hmdi-
CSP@ LeSmem. 6 Pattss HsII, 150 PillsburyDr.SE,Minneepolie,MN55455;612624-6300.Coat:$1.Questionsthe “separate but equal”
concept of setvices and discusseswhy integratedeervfcesare preferablebecause of coat-effectiveness,in order to build communitysupports
and to provideabetterquatityofMs.

TheConsortiumInstitutewillalsosend a free list of similar rmources on other contempora~ ideas and strategiesfor integration,communica-
tion intervention,excess behavior,parent-familyissues,programevaluation and aaaeeamentand therapeutic recreation/leisura.

“Teat Your School’s IQ: IntegrationQuotient” and “TestYour Program’sIQ: IntegrationQuotient!’ 1967. Free brochuresavailablefrom the Min-
nesota Governor’sPlanning Councilon DevelopmentalDlaabillties,State Planning Agency,300 Centennial Office Building,s5S Cedar St., St.
Paul. MN 55155: 612 29S4016 or 612 29S-SSS2TDD. Checklistsof aueetions for familias and ataft to assess integrationeffortsof local schoolI
dietrlti and other agencies and Organkationathat provideservices”topeople with developmentaldisabilities.

3. Project Dal@ Early Intervention:TailorMade.” 19S6.Linda Kjerland. Free brochure available from ProjectDakota Outreach;660 O’Neil! Dr.,
Eagan, MN 55121;612455-2335. Describessuccessfulprogramfor providingtoddlerswith integratedearlyinterventionactivities.

4. “DavelopmerrtalDiaabilitieaRegional Plan of the MettupolitenCouncil.” 19S5. Fres publicationavailable from the MetropolitanCouncil, Data
Canter,300 Metro Square Building, 7th and Robert Sts., St, Paul, MN 55101; 612 29%6464. Traces the new trends in servicesand listsgoals,
guidelines and criteria for an integratedservice system.
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S1’law
He has a serious formof Spina Bi@2z

Atbirth,hisspinalconi
Resembledthejlat shapeofa
J&bberband,whereashis
l%rents’resembledthecircular
Wtith of one’sjingez

Ultimate$uwL’oningfor Shane
Waslearninghowto usea
titer cart, resemblinga
Mechanic’screeperor mft,
&uippedwitha backrest,two
Jl%eeLsat theend,afint
Wheel,andamplespace
Surmun&ghislegs.

It is Shune’sway to get
Arvund the house, play
Outside ~“th@“ends, and
Haul his toys.Withhis
Arms positionedovereach
Side,andhandsplaced
Onthejloor,
Shaneis abletopushwherever
Hiscastercartcango.

At fij?een months, the cart
And &sh stage ofdevelopment
Formostnon-handicappedtoddlers,
Shanewasableto dartw“thhis
Cartand&ashwitha lashsecuring
His body.

k four years old, when most kids
Are Saturday morning cartoonjhns,
Shane was able to turn chunnels
Wth a clothespin his parents
Aached to the dial, a
Challenge overcome through
creativity.

Several special education administrators
Opposed Shane’s enrollment in a
Neighborhood school, claiming he would
Do better academically in a spe~”al
Learning envinxunent.

His parents wanted their son to
~am socia&ation behuviom through
One-on-one contact ~“th non-handicapped
Students, rather than be taught how
Todo so thwugh special-education
%achers and books.

Shanek above-avemge academic
Perjiormancedropped slightly at
lhe neighborhood school, whereas his
Ability to socialize has scored sky
High.

A pwmising mixture ofpersonal skills
And behavions tojhnction in present
Andjhture em”ronmentswhich include
Mostly non-handicappedpeople.
7hir&gmde teachers predict
Shianew“lleither serve as our nutionh
Pwsident or become a sales executive
&r a majorjhn.

F?gumtivelyspeak”ng,he has his feet
Wll positioned on the gmmd, running
In the right diwti”on.

My to go, Shane.

Congmtulations to his parents.
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Beforeintegratedserviceswere
conceived,socialworkershelped
families and their childrenwho were
severelyhandicappedprimarily
through direct counseling.Until the
early 1970sthe usual referralfor
servicewas to a public or private in-
stitution.Once a personwas plac-
ed, the institutiontook care of all
custodialneeds,and the county
socialworker’s role was minimal
comparedwith today.

When the moveto community-
based servicesbegan,a varietyof
separateserviceswas established,
such as residential,day activity,
transportation,health,educational
and vocational.They were provided
in specializedfacilitieslocatedin
differentareas of cities or counties.
Eachservicewas suppliedby a dif-
ferent agencyor organization.Some
were public, othersprivate.Each
sewice had differenteligibility rules,
basedon servingpeoplewith a par-
ticular disabilityor on the sourceof
funding. Not all serviceswere
availableto thosewho needed
them. In addition,peoplewith
severehandicapsusuallyneeded
severaldifferentservicesat one
lime.

Forthese reasons,finding and
obtainingservicesbecameextreme-
ly complicated.Familiesneededad-
ditional kinds of assistance.They
neededprofessionalhelp to assess
their children’sneedsand determine
their eligibility for certainservices.
They neededhelp to determine
what serviceswere available,and to
obtain them.

In addition, since mostservices
were paid for with public funds, the
countiesthat authorizedthe ser-
vices also weresupposedto
monitorand evaluatethem to see
whetherclientswere providedwhat

was promised.And, when there
were no services,or eligibility was
denied,someonehad to help
familiesmeet their needs in other
ways.Theseadditionalprofessional
duties also requirednew reporting
responsibilities.

The countysocialworkers,who
were the traditionalprofessionals
with responsibilityto help individuals
with developmentaldisabilitiesand
their families,now had to add these
new functionsto their direct
counselingand referralduties.
Thesenew functionswere called
casemanagement.

Specialstate regulations,called
Rule 185,[’)give the specificstan-
dards and responsibilitiescounties
must obsemein providingcase
managementservices.Rule 185
stateswho is eligible for case
managementservices,what ser-
vices are to be provided,who are
the participantsin case manage-
ment, and what formsshould be
produced.

Who Is Eligible

To receivecase managementser-
vices, a personor the family must
nrquestcase managementservicesfrom
the county that has financial respon-
sibility for the person.

Peoplewho are or may be men-
tally retardedor havea relatedcon-
dition are eligible.That meansa
personmust havea diagnosisof
mental retardationwith an I.Q,score
of 70 or belowand lack indepen-
dent living skills,or havea
diagnosisof a relatedcondition.“A

Families needed additional kinds of assistance.
lhey needed professional help to assess their

childrenk needs and determine their eligibilityfor
certain serw”ces.X&y needed help to determine

what serw”ceswere available, and to obtain them.

Minnesotalawsand regulations
describethe state’scase manage-
ment system.The law gives respon-
sibility for case managementto the
MinnesotaDepartmentof Human
Services(DHS).This stateagency
has delegateddirect provisionof
case managementservicesto the
countiesfor severalreasons.Coun-
ties use local funds to pay for these
servicesand other supportservices
they purchasefor peoplewith
developmentaldisabilities.Counties
also knowbetterwhat local
resourcesor supportservicesare
availablefor their residents.

relatedcondition” meansa severe,
chronic disability that occurred
beforeage 22, and impairsgeneral
intellectualfunctioning,or interferes
with self care,mobility,communica-
tion, self-preservationand communi-
ty integration,or requiresserviceor
treatmentsimilar to what is required
by peoplewith mentalretardation.(2)
A call to the local countysocial ser-
vices (or humanservices)depart-
ment will providemorespecific in-
formationabout which countyhas
financial responsibilityand makes
the determinationof eligibility.

15
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Services To Be Provided

The kind and numberof case
managementservicesprovidedde-
pend on which lawsor regulations
authorizethem. A definitionof case
managementservicesexistsin
federal law, in the Developmental
DisabilitiesAct (f?L.100-146):

The term “case managementser-
vices” meanssuch servicesto
personswith developmental
disabilitiesas will assistthem in
gaining accessto neededsocial,
medical, educational,and other
services.It calls for continuing
follow-upof the changing in-
dividual and family needs.The
relationshipbetweena case
managerand the family may be

life-long.The case manager
leads the team, prbvidesinforma-
tion, coordinatesneededservices
and monitorsthe individual’s
progress.
Statesalso have laws and regula-

tions authorizingcase management.
In Minnesota’sRule 185,case
managementis definedas:

“Identifying the need for, plan-
ning, seekingout, acquiring,
authorizingand coordinating
servicesto personswith mental
retardationor related
conditions.’’(3)

Participants in Case Management

Rule 185includeseligible people
with developmentaldisabilitiesand

their familiesas participantswith
the case manageras the major
decision-makersin determining
goals, objectivesand servicesfor
the person.The case manageris
usually a socialworkeremployedby
the county.In a few counties,case
managementservicesare purchas-
ed by the countiesfrom other agen-
cies. If the personwith developmen-
tal disabilities is understateguar-
dianship,a socialworkerother than
the person’scase manageracts as
the person’slegal representative.

Parentsor anotherlegal represen-
tative are includedwhen the person
with developmentaldisabilitiesis a
minor or an adult who has been
judged by the court to be
make informeddecisions.

unableto
Forother
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individualswith severehandicaps,
families or an advocatemay par-
ticipate in discussions,but not in
final decisions.Regionalsetvice
specialists,qualified mental retarda-
tion professionalsand other profes-
sionals and serviceprovidersfre-
quently join in the discussionswhen
they haveadditional informationthat
is neededfor decision-making.

The involvementof the person
and family began in 1972when the
Departmentof HumanServices
establisheda policy that allowed
parentsor legal guardiansto
become involvedin planningand
decision-makingfor their children
or wards who were mentally
retarded.[41%deral policiesand laws
also recognizethat parentshave
unique insightsabout their children,
that parentscould gain knowledge
and becomebetter advocates
through involvementin decision-
making, and that their children
could benefitwhen parentsand
professionalswork together.(5)(See
Appendix C for a statementon
family support.)

and adaptivebehavio~social skills,
self-careskills, communication
skills, communityliving skills, voca-
tional skills, currentphysicaland
social environments,and legal
status(needfor a legal guardian).

The rule also saysthat “the
assessmentmust result in specific
servicerecommendations,”such as
the IndividualSewice Plan (ISP).
The needs identifiedin the ISP are
the basis for authorizingservices.
Thereforeassessmentshould be
comprehensive,accurateand in-
dividualized.YetRule 185says little
or nothingabout assessmentad-

Rule 18.5includes eligible people w“th
developmental disabilities and their families as

participants with the case munageras the mujor
decision-makers in determininggoals, objectives

and services for the person.

Case Management Results

Case managementresultsin
severalwritten records:individual
assessment,screening,Individual
ServicePlans and individual
HabilitationPlans.These are ex-
plained below.

Zn&”vzhzlAssessment:Once a per-
son becomeseligible for case
managementservices,the county is
responsibleto developan individu-
alized assessmentof the person.
Rule 185statesthat the assessment
should include informationabout the
person’scurrent health and physical
development,intellectualfunctioning

dressingthe person’sbasic human
needs for a real home, learningop-
portunities,a job in a community
business,developingfriendships
and enjoyingleisure time.

Scrsening:Whenevera person’s
assessmentindicatesthe need for
24-hoursupervisionand assistance,
such as providedby an Intermediate
Care Facility-MentalRetardation
(ICF-MR),the personmust havea
screening.The screening is the
specificdeterminationof whetheror
not this levelof care is neededor
will be neededwithin one year.It
also identifiesother servicesthat
could preventor delay the use of

the more restrictiveICF-MRlevelof
care as well as the sourceof fun-
ding for alternativeservices.These
alternativesewices are called
“home and community-basedser-
vices” and requirea waiver (special
permission)to obtain them.

TheIndividualSem”cePkhn(ISP):
This is a written plan preparedby
the case managerthat includes:
●

●

●

●

●

●

a summaryof the diagnoses,
assessmentand screeninginfor-
mation,
the person’sgoals and objectives,
ull the servicesneededby the
person,and, in somecases,ser-
vices neededby the family to
achievethe goals and objectives
(includingthe type, numberand
frequencyof services),
the actionsand timetableto
obtain the services,including
neededservicesnot currently
available,
informationto be reportedby
service providers,and how often,
and
the signatureof the personwith
developmentaldisabilitiesand/or
the family (or legal
representative).
Minnesotastatutesand regula-

tions specify that, wheneverpossi-
ble, the list of servicesselected
should indicatethe servicesprefer-
red by the individualand/orthe
family,and must reflectthe least
restrictiveenvironmentthat pro-
motesthe maximumindependence
of the person.(G)This is consistent
with the integrationphilosophy.

The IndividualHabilitata”onPlun
(lHP): This written plan is also
preparedby the case managerin
consultationwith those providingthe
services listed in the ISP Its pur-

17
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pose is to ensurecoordination
among all the servicesbeing provid-
ed and consistencywith the goals
or outcomesspecifiedin the in-
dividual Setvice Plan.The IHP
should includefor euchservice:
●

●

●

●

●

short-termobjectivesto achieve
the long-rangegoals and (annual)
objectivesof the ISI?
how providerswill offer services,
who the providerdesignatesas
responsiblefor the service,
measurablebehaviorcriteria to
determineeffectsof services,
timetablefor and frequencyof
providingservices,

●

●

●

●

special resourcesneededto carry
out the IHR
frequencyof providerreportson
the person’sprogress,
frequencyof case manager’s
monitoringof services,
signatureof the personwith
developmentaldisabilitiesand the
family documentingagreement
with the IHP’s consistencywith
the ISP.

How the Integration Philosophy
Affects Case Management

Minnesota’sRule 185specifies
what case managementservices
are to be providedand minimum
standardsfor howto providethem.
The rule gives little indicationof
how to use case managementser-
vices to obtaindirect servicesthat
promotemeasurablechangesin in-
dependence,productivityand com-
munity integration.

Becauseof the new insights
about peoplewith severehandicaps,
the people involvedin case
management—thecase managment
team—needto considermore
creativeapproachesto the tradi-
tional case managementprocess
prescribedby Rule 185.

NOTES

1.

2.

3.

4.

5.

6.

Minnesota Statute, Sec. 9525.0015 to 9525.0165.

Minnesota Statute, Sec. 9525.0180-.0195.“Related conditions”exclude mental illness, chemical dependency, senility,musculardystrophyand
multiple sclerosis.

Minnesota Statute, Sec. 9525.0015,subd. 4,

Minneeota Departmentof Public Welfare. “Rights and Responsibilitiesof Parents,Retarded Family Members and FacilityPersonnelin
Program Planning in Privateand Public ResidentialFacilities”RetardationServicesDivisionPrrrgramPlan. St. Paul, MN. 1972.

M. Gerry. “ProceduralSafeguardsInsuringThat Handicapped Children Receive Free AppropriatePublic Education.”rVSWSLYgeSt.No. 7.1967.
National InformationCenter for Handicapped Children and Youth.Washington,D.C.

Minnesota Der)anmentof Human Services. Divisionof DevelopmentalDisabilities.Rule 185 DiscussionPapera: Series 1, Number 3, “Individual
Service Plain’; St. Paul, MN. 19e6.

OTHER RESOURCES

1. Rule 185: Minnesota regulationsgoverningcase management standardsand county responsibilities.Available free from the MinnesotaDepart-
ment of Human Services, Divisionof DevelopmentalDisabilities,Space center, 444 Lafayette Rd., St. Paul, MN 55155; 612296-2160.

2. County case managementservices informationseries available fmm pACER 4w Chicago Ave., Minneapolis, MN 55417612827-2966, V/TDC.
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Scw’ah
She ha a hearing and speech
Iinpairment. At the age of
Thirteen months, a critical
Infectionsilenced her ears to
lle sounds we hear, express,
lhmugh, dfinction by.

learn

R2rtial Participationfor Sarah
Is sign language, picture cads,
Role playing, blinking light
Fiires, and a dog trained to
Notifi her of significant sounds.

lhrough sign language, Sarah wI”ll
Learn how to communicate in the
?lbrld of sound, using her handk
lb speak.

Her parents felt lost for words
Todescribe their joy the jirst
lime Samh learned to say, “Hi,
Mom and did”

Picture cards WI-llteach Sarah the
Visual image and definition of woni%,
Helping her work through the
Complexity of those spelled the same,
But wt”thdifferent meanings.

She’ll learn that the wind, bow,
Dejines the ribbon in her hair,
The equipment her dad uses to hunt
Deer, and the courtesy movement
Her brother makes following his
l%”anopeglomumces.

Role play-rig wt”llhelp Sarah
ham and apply words associated
17?thspecijicfinctions, teaching
Her communicationskills for
Roles she will assume as a child,
72enuger,and an adult.

20

Blinking light jixtures
Ihmughout her home

located
will encourage

Samh-to seek independence w“th
Confidence, spending the time
FJ%utsheli like in rooms by
Herself

2?wy give her and her parents
In krww”nga light WI”Ublink
Whenever attention is desired.

doing

secum”ty

A dog, tmined to notijj Samh of
Significant sounds, will promote
Se~-care by gim”ngher an opportunity
Tohandle responsibilities that re~”re
Hearing.

Her pet keeps an ear open for a jire
Alarm, a weather warning, someone
Knocking at the door, and the presence of a
Rnon wvdkt”ngbehind Sarah.

Samh just celebrated her sixth birthday.

She5 always on the go to learn wonik;
She always has something to say She’s
tiger for role plizying, she enjoys
Dmw”ngpicture cards m“thher parents.
she hus her operation of the blinking.
Lightjixturesti pat, andshe&
Around the block in pride wa”thher dog.

7hmugh adaptations, Samh can
Hear and express the sounds of lfe
With a stronger appreciation than some
Persons who can listen and talk with
L“ttle efort.

J%y to go, Sizmh.

Congratulations to her parents.



Among the elementsneededfor
effectivecase maria ement is a

?wekkik..nedprvcess.[l This means
that the individualand the family
receivingcase managementshould
havea good understandingof what
case managementis and how it
operates.

Minnesota’sRule 185establishes
standardsof case managementfor
counties.Yetfew case management
clients knowof its existence.There
are few, if any,other written
materialsthat give clear,adequate
informationabout the processfor all
the people involved.Since Min-
nesotaordersthe active participa-
tion of the personwith developmen-
tal disabilitiesand the family (unless
the person is his or her own legal
guardian),they need this basic in-
formation.As new case managers
and sewice providersenter the
system,and as conceptsof sewices
change from facility-dependent
models to less formal arrangements,
these people also need to learn
more about the case management
processthan Rule 185contains.

Professionalliteratureon case
managementgenerallydescribes
the processin terms of five major
functions:assessing,planning,
monitoring,evaluatingand ad-
vocating.Sincethese functionscor-
respondto the major case manage-
ment responsibilitiesin Minnesota’s
laws and regulations,these terms
will be defined in the rest of this
chapterand Chapter5, in discuss-
ing use of an integrationapproach.

Assessment

Assessmentis the conh”nuousgathe~
ing and interpretz”ngof comprehensive
and accurateinformationabouta
pemon.

This usuallyincludesmedical,
health,psychological,residential,
educational,vocationaland famiiy-
history information.It may be obtain-
ed throughintewiewsor direct
obsewation.Rule 185requiresa
professionaldiagnosison the cause
or natureof a person’sdisabilities
and usuallya numericalscore
measuringan adult’s mentaland
physicalabilitieson some standar-
dizedscale.

broaderthan the person’s
disabilities.The integration
philosophyrequiresprimaryfocus
on the personas a humanbeing
and a memberof the community.

As a humanbeing, the individual
has a need for the samethings all
peoplevalue:a family,a home,
financialmeans,somecontrolover
one’s life, a positiveself-image,well-
being, social acceptance,a senseof
accomplishmentand friends.Deter-
miningwhat the personhas or is
missing in regardto each of these
values is what should be considered
in assessment.

Tobegin this new kind of assess-
ment, it helps to think of the person
in many of the relationshipstypical
for someonethe sameage:
son/daughter,brother/sister,
tenant/owner,roommate,student,
coworker,friend and relative.Other

Asa human being, the individual has a need for
the same things all people value: a family, a home,

financial means, some control over one> life, a
positive se~-inmge, well-being, social acceptance,
a sense of accomplishment and fi-iends. Determin-
ing what the person has or is missing in regard to
each of these values is what should be considered

in assessment.

Althoughthis informationtradi-
tionally focuseson the person’s
deficiencies,it has been neededto
establisheligibility for certain ser-
vices.However,the newer
philosophysuggeststhat eligibility
for servicesshould be determined
by a person’shumanand functional
needs ratherthan I.Q.,other
numericalscoresor precisetype of
disability.Changesin federal law
are neededto addressthis problem.

Successful“supportedemploy-
ment” in Minnesotaand other
stateshas demonstratedthat a per-
son’spast failurescannot predict
future job performance.This sug-
geststhat case management
assessmentshould havea focus

roles come to mind as functionsare
considered:cook, cleaner,table-
setterat home;a customershop-
ping for clothes,groceriesand
recreationequipment;memberof a
religiouscongregationor other
organizations;user of a library,com-
munity center,playground.

Other areasto considerin
assessmentare what a person likes
to do and is able to do independent-
ly or with help.This kind of assess-
ment providesclues to what moti-
vatesand intereststhe individual.It
emphasizesabilities and seeks
unknowncapacities.
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All the person’scurrent
arrangements—housing,schooling,

. work, leisure time—needto be
examined,to identifythe supports

.-.,> .. or obstaclesto attainingthe values
listedabove.Such environments
include more than the physicalset-
ting. Besidesexaminingwhethera“, . building has physicalbarriers,the

It,y, case managementteam should
i: check other environmentalfactors:

.-

●

●

●

......=
r

Are the supervision,control,
schedulingand materialsap-
propriateto the chronologicalage
of the person?
Does the environmentallowsome
privacyand daily opportunitiesto
exercisechoice?
Are the settingstypical of places
where nonhandicappedpeers
live, learn certainskills,or per-
form similar activities?
What are the attitudesand ex-
pectationsof the family or staff?
Do the family or staff havethe
skills to providetrainingand op-
portunitiesfor choices,integration

.. ~ .

4!?“:.
..

,, ‘$,.~?
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and varied experiencesin the
community?

The case managementteam
needs to observethe personto
appropriatelyassessall the en-
vironments.Tojudge the attitudes
and skills of thosewho work with
the person,the team needsto ask:
●

●

●

●

Do they encourageless
dependenceon family and staff?
Do their attitudesand skills or
time schedulespromotefriend-
ships with peoplewho are not
handicapped?
Are all the person’sneedsprovid-
ed by “developmentaldisabilities
organizations”or haveattempts
been made to find community
resourcesused by peoplewho
are not handicapped?
if these communityresourcesare
not adequate,haveany modifica-
tions or adaptationsbeen tried?
Naturally,informationabout the

person’sdisabilities is part of the
assessment.l-foweve~the
disabilitiesshould be consideredin
terms of the extentto which they

.

preventthe personfrom functioning
in integratedsettings.Do current
services includepersonalassistance
or environmentaladaptationsto
allow participationin integrated
activities?

Everyone’sneedschange
throughoutlife; thereforeassess-
ment for peoplewith developmental
disabilitiesshouldbe carried on
periodicallyand lifelong if
necessary.

Planning

Pkhnningis the seti”ngof goak the in-
dividualsshouldachievein order to
reducedependenceon othersand in-
creaseessentialskillsand behaviom
that will impmvetheir qual@ of life.

Planningincludesthree
activities-developing plans,selec-
ting servicesand arrangingservice
deliverv.

1. heloping Plans. The inte-
grationphilosophyrequiresa dif-

ferent approachthan the traditional
way plans havebeendeveloped.
The new kind of planningshould
providea methodfor choosingout-
comes that are valuedby the in-
dividual and family.

Servicesin the IndividualService
Plan (ISP)should describewhat
general supportsthe individual
needs (in living arrangements,per-
sonal relationships,trainingor
therapy,etc.)to improvecommunity
integrationand quality of life.They
should not be listed by facility
labels,such as IntermediateCare
Facilities-MentallyRetarded(lCF-
MR) or DevelopmentalAchievement
Center(DAC).

The IndividualHabilitationPlan
(lHP) should includestrategiesto
build and maintaincommunitycon-
nections.It should also includethe
criteria to measureprogresstoward
valued goals.Changesin the per-
son’s skills and behaviorsshould be
stated in measurableor observable
terms.
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Examplesof appropriatechange
statementsor objectivesfor an IHP
are:
● Within four monthsof this date,

Jim will take no morethan 30
minutesto set the table,appro-
priatelyand independently,with
specifiedsilvemare,dishes and
glasses.

● Within one year of this date,
Nancywill lose 10pounds by
walking briskly in the neighbor-
hood and usingthe exercyclefor
a total of four hours of exercise
per week.

● By the next annualevaluation,
Stevewill be able to wash and
dress himself in 45 minutesevery
morningwith only verbal
supervision.
2. Sekcting Services.Planning

also involvesdecidingwhat kinds of
servicesare most likely to help in-
dividualsattain their goals.Rule 185
guidelinesfrom the Minnesota
Departmentof HumanServicessug-
gest that setvicesneed not be iden-
tified by labels (e.g.ICFS-MR,DACS,
or shelteredworkshops).(2)The in-
tegrationapproachto selectingser-
vices is to generallydescribe in the
ISP the person’sbasic human
needs—fora real home,education,
employment,healthcare, personal
relationshipsand social activities;
and then to describe,in the IHI?the
more specificarrangements,sup-
ports and strategiesto meet these
human needs.

An exampleof an appropriate
descriptionof a residentialservice
for an ISP is:

Ann needklivingarmngementsthat
am the least mstn”ctivepossible. I’%ese
armngementsshouldprvvide 24-hour
supern”sionin typicalhousing(a
single-fdy home, apartment,con-
dominiumor townhouse).The home
shouldbe in the MetroAma close to
herfamily, to potentialemployment
and to commundyservices.She should
huveno mom than one or two house-
matesbecausekuger numbemof peo-
ple distnactand upsetAnn andpmvent
herfmm mti”ng to otherpeople in
sociallyappropriateways.

Whenservicesare chosen, a high
priority is to increaseopportunities
to expandthe person’sactivities
and experiences.Sometimesthe
personhas lived in highly sheltered
environmentsor has severe
behaviorproblems.The person’s
opportunitiesto expresspreferences
or to haveexperiencesthat most
nonhandicappedpeopletake for
grantedusually havebeen very
limited.The team should start with
what they knowthe personenjoys
and what other peopleof the same
age, but not handicapped,typically
enjoydoing.

One such humanexperienceis
spendingtime with one or two close
friends,at home,school,work or
during recreation.Becausepeople
with severedisabilitiesmay not be
able to communicatethese normal
longings,or evenseemawareof
them, does not meanthey do not
exist.Yetmakingclosefriends and
spendingtime with them is seldom
consideredas a specificgoal for
peoplewho haveseveremultiple
handicaps.Appropriategoals and
servicesshould reflectbasic human
needsand the person’sknownin-
terests,and be typical for someone
the same age as the individual.

3. ArmngingServices.Planning
also includesobtainingand
authorizingservices.In Minnesota,
servicesprovidedto personswith
developmentaldisabilitiesrequire
contractsor written agreementsbet-
ween the countyand the service
provider.The county has the
responsibilityto see that the pro-
vider deliversthe serviceas stated.
The case managementteam has
opportunitiesto seek quality com-
munity connectionswhen arranging
for all services.The team needsto
makethese aims clear to service
providers.The role of team
membersin arrangingserviceshas
excitingnew possibilitiesthat will be
discussedlater.

I
NOTES

1. Lyle Wray and Colleen Wieck. “Moving Personswith DevelopmentalDisabilitiestoward Less RestrictiveEnvironmentsthroughCase Manage-
ment.” StrategiesrbrAchievingCommunityIntegrationof DevelopmentallyDisabled Citizens.ed. K. Charlie Lakin and Robert H. Bruininks.
Baltimore:Paul H. Brookes.19S5.

2. Minnesota Departmentof Human Services, Divisionof DevelopmentalDisabilities.Rule 185 DiscussionPapera:Series 1, Number 3. “Individual
ServicePlan.” St. Paul, MN. 1988.

OTHER RESOURCES

1.“Moving Personswith DevelopmentalDisabilitiestowardLess RestrictiveEnvironmentsthrough Case Management.” Lyle Wray and COlleen
Wieck. Strategiesfor AchievingCommuni~ Integrationof DavalopmerrtdyDisabled Citizens.ect. K. Charlie Lakin and Robert H. Bruininke.
Availablefor purchase from Paul H. BrookesPublishingCampany; PO. Box 10624, Baltimore,MD 21285. Call toll-free 1-800-838-3775for credit-
card orders.C@: $26.95. Or available from lending libra~ of the State DevelopmentalDis~ilities Programoffice, 300 CentennialBuilding,
658 Cedar St.,’St. Paul, MN 55155; 612296-4018 or 612296-9962 TDD. Chapter 9 identifiesthe essential elements of community-based,client-
centered case management systemsand what changes are needed to strengthenthe case management Syatem.
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He has autism and is seventeen
.&ars oki. ,.:!.

“..,‘;,:
Ultimatefunctioningfor Eric
T&s learning how to put his
H- to good use and .
‘~preciate his ability to ~~•
Cohtml his behavior in a
R@th”mejob at a restaumnt
J%rk”ng~“th non-handicapped
People, mther than be tight
‘Hw to prevent se~-injury ~’
Ritting his hands in his -“
Rwkets or by folding them
Without an opponunity to

,Prbgrasin the real wvrld
-“rig hti abilityto do SO. .

,.....:{.,
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!- E;c thrives on going to the bank, “’
Meeting people, and tah”ng about how “ .
H; controls his behavior at wrk.
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This chaptercontinuesthe discus-
sion of the five major functionsin
the casemanagementprocess.The
last three stepsare monitoring,
evaluatingand advocating.

Monitoring

Monitoringis the continualovemee-
ing of both the pemon with
tkvehpmental ii%abilitiesand the sew
vices to ensuremoti”nation, continuity
and appmptieness. Becausethe
new integratedservicesare less
restrictiveand more informal,
monitoringbecomesespecially
critical.

1. (%orrfinationrefersto
actionstaken to makesure that the
many servicesa personreceives
work together.One way to promote
coordinationis to haveall service
providersattendand participatein
the annual evaluationconferencefor
the personthey are serving.This

2. Cbti”nuityimplies that no
unnecessaryinterruptionsin ser-
vices shouldoccur as the person’s
needschange.If a person’sneeds
are reviewedon a regular basis,
when changesare indicatedthey
can be mademore smoothly.Ser-
vices should be directednot only to
presentneedsbut to future and
lifelongneeds.But a single provider
should not deliver all servicesto a
personin an effort to ensure
continuity.

a mmp~ness means
makingsure a specific service is
actuallybringing the benefits
sought.Periodicchecksare needed.
Changesin a person’scircum-
stances(a new roommate,staff
changes,family situations,illness)
maychangethe kinds of services
needed.Certainaspectsof the ser-
vice may haveto be intensifiedor
relaxed;new approachesor incen-
tives may be needed.

Because the new integrated services are less
restn”ctiveand more informul, monitoringbecomes

especially critical.

eventallows providersto meetone
anotherand to becomemore
familiarwith the person’sperfor-
mance in other settings.Providers
also can learn each other’s effective
strategiesfor helpingthe personat-
tain the ISP goals.The conference
may also increaseproviders’will-
ingnessto accommodateto the re-
quirementsof other programswhen
conflictsarise among programs
regardingstrategiesor scheduling
activities.

Consistentand conscientious
monitoringcan do much to prevent
very seriousproblems.But some-
times sudden,unforeseenor drastic
changes,or the cumulativeeffects
of a persistentproblem,may cause
significantdifficulties for the person.
Crisis interventionby specialists
(behavioral,medical, therapeutic)
may be needed.They can advise
staffand familiesabout preventive
care as well as intensiveremedies
or long-rangeintervention.Crisis-

interventionstrategiesshould be
continuallymonitoredand should
alwaysbegin with the least intrusive
approach.

In monitoring,the case manage-
ment team should actuallyvisit the
person’senvironment.That includes
observingnot only the personbut
also the attitudesand skills of the
peoplewho providedaily servicesto
the personwho is developmentally
disabled.

Obsewing problemsin the per-
son’senvironmentreducesthe
chanceof blaming lack of progress
on the personor the disabilities.
Such knowledgeprovidesa more
hopefuloutlook for the person’s
ability to grow and develop.

To help the team determine
whetherthe servicesbeing received
promoteimprovementsin the per-
son’s quality of life, turn to the
checklistsin AppendixD, E and F.

--- ‘:4A & ‘“..~ ‘:: ‘

27



Chapter5

~~~e most d~ma”c sh@ in our way of thinkings the
recognti”on that the sodal and physical envitinments are
ojlen a greater issue thiin abilities and dkdilities.yy. ,.,,.

Evaluation

Evaluationis a meansto determine
whetherthe in&”vidual’sneedj an be-
ing met (andgoals in the ISP and
IHP have been achieved).

The people involvedin the
evaluationare the membersof the
case managementteam—theper-
son, family and case manager.In
Minnesota,an annualevaluation
conferenceis requiredby Rule 185.
It determineswhetherthe services
have contributedto the ISP out-
comes.Evaluationshouldmeasure
how much the personhas increased
functionalskills, improvedbehaviors,
and reduceddependenceon others.
Criteria for measuringchanges
should be written into the Individual
HabilitationPlan and providers
should be held accountablefor the
resultsto which they haveagreed.
Thereforetheir presenceat evalua-
tion conferencesis also necessary.

Improvementsnot only in the in-
dividual’spersonalstatusbut also in
communitystatus,or integration,
shouldbe measured.These are
measuresof values importantto
everyperson-even those who can-
not communicatethis importance.
Thesevaluescontributeto the quali-
ty of life.

Measuringone’squality of life
may seemto be too vague and
subjective-not reliable.Dr.James
Conroy,of TempleUniversity,who
has had manyyearsof experience
in such measuring,says that
changesin a person’sskills and
behaviors“can be measuredeffec-
tively and reliably!’ He saysthat no
evaluationfor quality “is complete
(or evenadequate)until it can
demonstratethat service recipients
are showingmeasurablegains.”

For thosewho claim that such an
evaluationprocesswould be too
costly,Conroystatesthat for evalua-
tions that include “environmental
assessments,plus family surveys,
plus quantitativeindividualdata on
behavior,services,health and day
programs,our costs haveneverex-
ceeded$250 per personper year.”
He adds that outcomeevaluationis
possibleand to be preferred,since
it can incorporatenot only growth in
a person’sparticularskills and
behaviors,but also “individual hap-
pinessand comfort,family satisfac-
tion and increases/improvementsin
the person’sacceptance,statusand
integrationwithin our society.’’f3J

Anotherevaluationtool that
measuresthe consumer’ssatisfac-
tion with servicesis “A Normaliza-
tion and DevelopmentInstrument”
or ANDI.(4)It addressessuch values
as choice,equal opportunityand ac-
tual participationof adults in deci-
sions abouttheir own lives (control).
Besidesidentifyingchanges in the

person’sstatus,evaluationincludes
gatheringnew informationfor further
decisions.

Integrationprinciplesare leading
to more-individualized,less-
structuredservices.Thesenew ser-
vices will havefewerand less-
standardizedregulations.The in-
tegrationperspectivecalls for new
monitoringstrategiesthat consider
outcomesof services.Parentand
citizen monitoringhavebeen found
effectivein other statesand are cur-
rently being developedin Minne-
sota. As morecitizensare coming
into contactwith peoplewith severe
handicaps,their concernand in-
fluence over the qualityof services
is increasing.

Advocacy

Advocacymeansworkingon behalf
of people withdevelopmental
disabilitiesto see that their own
pmfemnces, civiland humanrightsam
honorwd.

Society realizesthat some in-
dividuals are unableto maketheir
needs knownor to exercisetheir
basic civil and humanrights.It fur-
ther acknowledgesthat they need
assistanceover and abovethe
needs of peoplewho are not han-
dicapped.For these reasonsfederal
and stateregulationsprovideformal
advocacyproceduresto protectthe
interestsof peoplewith developmen-
tal disabilities.

Examplesof this statutoryprotec-
tion are found in the federal
DevelopmentalDisabilitiesAct, the
Educationof All Handicapped
ChildrenAct and the SocialSecurity
Act. In Minnesota’sRule 185,ad-
vocacyrequires“protectingthe
rights” of personsreceivingservices
and reportingtheir aggregateneeds
when appropriateservicesare not
available.Revisionsto Rule 185,
administrativebulletinsand training
sessionsare neededto better
define this advocacyresponsibility.
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There are two kinds of advocacy.
The first is “individual advocacy;’
which requirescase managersto
representthe best interestsof the
personand the family at all times.
The second kind is called “class
advocacy” This means representing
the needs of peoplewith develop-
mentaldisabilitiesas a collective
group or class.

One exampleof class advocacyis
when case managersreportto their
countieswhat servicesare needed
by their clients but are not available.
Anotherexampleis when case
managerstry to alter policiesand
decisionswithin the servicesystem
and the communitythat presentbar-
riers.

Case managementadvocacy
should seek to expandthe choices
and opportunitiesof pereonswith
developmentaldisabilitiesto achieve
greater independence,productivity
and integration.

Team Communication

During the case managementpro-
cess,good communicationamong
team members is essential.An
open exchangecan occur only
when mutual trust has been
established.Eachparty has unique
informationabout the person’sin-
terestsand behaviors,observedin
different situations.Everyattempt
should be made to obtain informa-
tion from the personwhosefuture is
being discussed.Familiesor service
providersin close and continuous
contactwith the individualsoften

can translatetheir nonverbalreac- whole team to accepteach mem-
tions or responsesinto close indica- ber’s contributionas an important
tions of their feelings,preferences part of the process.And each per-
or interests. son’sopinions and skills havevalue

Somefamiliesare reluctantto ex- in building the connectionsthat
presstheir viewebecausecase allow the individualto activelypar-
managersand service providersare ticipate in the life of the community.
considered“professionals.”Also,
the traditionalservicesystemhas

Families need not be Ccprofessionals” to determine
which needs for a home, education, work,
frz”ends,recreation) are not being met in a

satisfactory way.

confusingeligibility standards,com-
plicatedfunding formulasand com-
plex regulations.Toallow more
understandingand participationfor
families,the case managementpro-
cess needsto be simplified.

The integrationphilosophysug-
gests that the processcan be
simplified if the case management
team acceptsthat the person,as a
human being, has basic needs that
need to be met first. Familiesneed
not be “professionals” to determine
which needs (for a home;education,
work, friends,recreation)are not be-
ing met in a satisfactoryway.

This approachallowseach team
memberto contributeunique know-
ledge and skills. It requiresthe

When the Process Is
Unsatisfactory

Minnesota’sRule 185gives reci-
pients of case managementservices
a way to seek changesif problems
arise.(5)

The conciliationconfeiwtceis an
informalway for the individualand
family to expressdissatisfaction
about their case managementser-
vices or adequacyof otherservices.

The sociuisem”ceappeal is a more
formal process.It usuallycovers
problemssuch as a suspension,
reduction,denial or terminationof
sewices or failureof the countyto
act within specifiedtimelines.See
AppendixG for a fuller description
of these procedures.

NOTES

1. James W. Conroy,Celia S. Feinstein,and James A. Lemanowicz.“Principles of Quality Assurance: Recommendationsfor Actionin Penn-
sylvania.” Philadelphia:Temple UniversityDevelopmentalDisabilitiesCenter/UniversityAffiliatedFacility. 1986.

2. “A Normalizationand DevelopmentInstrument(ANDI) for Consumers.”Lawrence:Kansas UniversityAffiliatedFacility.1985.

3. Minnesota Statute, Sec. 256.045. “Appealsof Case Management and Related Services.”

OTHER RESOURCES

1. “A Handbook for Members of AdvisoryCommittees.”1963. Associationfor Retarded Citizens Minneao@ 3225 Lyndale Ave. S., Minneapolis,
MN 55408. Free. Providesguidelinesprimarilyfor residentialfacilityadvisorycomiftees. Useful for families and providers.
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In additionto understandingwhat
case managementis and howthe
processworks,all thosewho par-
ticipate in the processneed to know
what they are expectedto do. They
should knowtheir rights and
responsibilitiesin providingor
receivingcase managementser-
vices.The principal participantsin-
clude the local countysocial or
humanservicesdepartment,the
case manager,the personwith
developmentaldisabilitiesand the
family.(Usuallyother professionals
and serviceprovidersalso are in-
volved.This, chapter,however,will
focus on the principal participants.)

The County: Administrator of
Sewices

The MinnesotaDepartmentof
Human Services(DHS)has
deiegatedresponsibilityfor providing
case managementto each county’s
unit of governmentthat administers
sociai and or human services.

This unit is usuallythe county
board.As the administratorof case
managementservices,it determines
eligibility for case management,pro-
vides the servicesaccordingto state
iaws and regulations,designatesa
case managerfor each personeligi-
bie for services,and providesfun-
ding for services in the individual
ServicePian that are not the
responsibilityof other agencies.
Other responsibilitiesinciudeacting
on appeals,providingpubiic guar-
dianship for wards of the commis-
sionerof the DHS,and terminating
services.

The countyboard reportsevery
two years to the commissionerof
the DHS on services iicensedby
that department.This report ad-
dressesthe need for modifying,
reducingor terminatinguse of ex-
isting servicesand for developing
new services.The reporl shouid in-
clude informationaboutwhat ser-
vices are unavailable.This informa-
tion shouidbe collectedfrom the in-
dividual ServicePlans (iSPs)of peo-
pie with developmentaldisabilities
for whom the county is financially
responsibleor for whom the county
has agreedto provideservices.

tions, especiallyin rural areas;the
iack of avaiiableservices;and the
amountof time neededfor reporting
and other paperwork.Qualifications
and training for case managersdif-
fer statewide;this aiso interferes
with providingappropriatecase
management.

Attemptsare being madeto solve
some of these problems.The state
and countiesare continuallylooking
for supplementalfunds to increase
the numberof case managers.Pro-
posed federalamendments,such as
“The Home and CommunityQuality
ServicesAct:’ offer additionalfunds

● 000 A11those who participate in the process
need to know what they are expected to do. l%ey
should know their rights and responsibilities in

providing or receiving case managementservices.

Probiems That Arise

Certainproblemsusually found in
most countiescan interferewith
their provisionof case management.
Mostof theseprobiemsrelateto a
need for servicesexceedinga coun-
ty’s resources.Requestsfor ser-
vices are subjectto financial imitat-
ions of the state and county.Fre-
quently,case managers’heavycase
ioads makeit difficult for them to
spendthe time necessaryfor
creativeand individualizedattention
to all their clients.Other probiems
case managershavecited inciude
the extra traveitime neededwhen
clients live in widely dispersedloca-

for case management.Advocacy
organizationsseek legislativeand
administrativesolutions.

Meanwhile,the MinnesotaGover-
nor’s PianningCounciion Deveiop-
mentaiDisabilities,in conjunction
with severainonprofitagencies,
funds demonstrationprojectsto im-
provecase managementand other
services.Tworecentprojectshave
deveiopedcomputertechnologyto
reducethe time neededfor the ad-
ministrativereportingand recording
duties of case managers.Other pro-
jects of the Governor’sCouncil in-
clude: training parentsto be more
active by assumingnew respon-
sibilities in the case management
process,producinginformationfor
use by the case managementteam,
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.

and developinga modelfor monitor-
ing servicesby independentteams
of parentsand the concerned
public.

The DHS,the MinnesotaGover-
nor’s PlanningCouncilon Develop-
mental Disabilitiesand the Minne-
sota UniversityAffiliatedProgram
(UAP)work imperatively to improve
case managertraining.There is
statewideinvolvementof the coun-
ties in these joint effortsto identify
critical areas for training.The train-
ing models that are producedwill
reflect “best professionalpractice.”
This meansthat the ideas and
methodsused are thosethat are
viewed by leadingprofessionalsas
more effectivein helpingpeople
with developmentaldisabilitieslead
more satisfyinglives.

The Case Manager: Information
Source and TeamLeader

The case managementprocess
consistsof five tasks:assessing,
planning, monitoring,evaluatingand
advocating(see Chapters4 and 5).
The case manager’srole in each of
these tasks is primarilyone of pro-
viding information,guidanceand
assistanceto the individualwith
developmentaldisabilitiesand the
family so they can makedecisions,
and obtain and evaluateservices.

In accordancewith the new in-
tegrationperspectiveand Rule 185,
this processpromotesthe empower-
ment of the personwith
developmentaldisabilitiesand the
family as activedecision-makers.
And it’s up to the case managerto
createa supportiveenvironmentfor
meetingsthat allow opinionsand
choices to be expressedand
honored.

Partof the case manager’s
responsibilityis to collect current in-
formation, includingdiagnosis,per-
sonal historyand the presentstatus
of the individualsand their environ-
ments,to help assesstheir situa-
tion. The case managershould
directly observeand communicate
with the individual in everyservice
setting. These contactsprovideran-
dom checkson the accuracyof
reports from others.

Becausethis informationhelps
guide decisionsabout the assist-
ance the personneeds,all
membersof the case management
team need to havethe same infor-
mation.Thereforeassessmentinfor-
mation in the person’sfile should be
availableto the individualand the
family,if they are the legal guar-
dians.Sharing informationalso
assuresthat it is adequate,accurate
and relevantto the decisionsthat
need to be made. If, previously,the
informationused to diagnosea per-
son has been basedonly on I.Q.
scores,levelof retardationor other
disability labels,and on failures in
past performance,then the new ap-
proachto assessment,describedin
the previouschapter,should be us-
ed. “Personal FuturePlanning’’(’)is
an excellentstrategyfor this type of
assessment.

Prior to or at the beginningof the
meeting,the case managershould
give families informativematerials,
such as this bookletsince most
families may be unfamiliarwith the
processand newconceptsof ser-
vices.The case managershould
also let the individualand family
knowof their right to determineout-
comes and to requestneededser-
vices even if they are not currently
available.

The case managershoulden-
couragethe individualand family to
voice their ideas throughoutthe
meeting. It is also the case
manager’srole to makesure that
the individualand family understand
their right to appealdecisionsat
every phaseof the process.They
should be given informationabout
the conciliationconferenceand the
social serviceappeal.Thesepro-

The case manager should directly observe and
communicatewith the individual in every service
setting. I%ese contacts prow”derandom checks on

the accuracy of reports @om others.

In any meetingof the case
managementteam for assessment,
screeningor developingISPSand
IHPs,and for the annual evaluation
conference,Rule 185statesthat the
case managershouldconveneand
lead the meeting.Conveningshould
includemore than sendinga
meetingnotice.It offers the case
managera chance to clearly and
brieflyexplainthe purposeof the
meeting,the actionsto be taken,
the rightsand expectedroles of the
individualand family as active
decision-makers,and what records
haveto be produced(e.g.,meeting
record,IS~ screeningform).
Leadingthe meetingalso gives the
case manageran opportunityto
createa supportiveatmosphere,
acknowledgingthe other team
membersas importantto the case
managementprocess.

ceduresallow the personand family
to appeal any perceivedinade-
quacies in case managementor
other services.

The case managershould let
families knowthat their opinions
and decisionsare valuable.Explain-
ing the importanceof their rolescan
give them confidenceto exchange
views freely,and may providea less
intimidatingatmospherefor dealing
with “professionals.”This more
open communicationin the team
processin turn createsmore
awarenessof the interdependence
of each party and builds effective
teams.
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The case managershouldex-
plain, as soon as possible,how ser-
vices are changing from segregated
and insulatedservicesto community
integratedservices.The case
managershould explainthe benefits
of the new individualizedservices
and how the new servicescan be
obtained.Makingthis publication,
new videotapesand audiotapes
availableto familiescan makethe
case manager’scommunication
more effective.The tapes can be
loaned to families and sharedwhen
the family is together in the privacy
of their home.Or they can be used
beforemeetingsin countyoffices
that haveequipmentfor viewingor
listeningto the tapes.This booklet
can be given to clients to use for
monitoringof servicesand for future
evaluationconferences.

The case managershould pro-
mote full discussionof complicated
issues,answerquestionsand raise
questionswhen appropriate.When
there is consensuson the indi-
vidual’s major needs,goals and
services,the case managershould
recordthem in the ISR

..:

~WWduals a~, to be involvedin determiningtheir own
destinyas much “u’possible;parents and gudiuns, h to
be involved. . ;“It is incumbentupon the case manager
to fwitie this ,involvement.” , .,.:.

..,. .:.“,,:,:,+. ,,.;...,,,,, :,>,.. -DebomhSpiti”k -:.:, . ,........... ;. :~;... ..... ., : .“.:.:.~.~.>-.,. ,..”,..,.L,..:...:.... .*,:, .. ....._-r... . %,..>!”:-.. .. ... ,,,

Once the services(interimand
actual)havebeen decided,the case
managerauthorizesthem.
Authorizationrequiresthe county to
contractor write “purchase of ser-
vice agreements”with providers
who agreeto deliver servicescon-
sistentwith the person’sISI?The
newtype of sewices still will require
countiesto haveformal written
agreementswith providers.Pro-
viders are requiredto report to the
countycase managerat least
quarterlyon the person’sprogress
towardthe short-termobjectivesin
the IHP as statedin Rule 185.The
case managershould share these
reportsat the annual evaluation
conference.

Every attempt should be made to help the person
participate in decisions and to use what is known
about an individual’s likes and dislikes as a basis

for selecting and arrangingserw”ces.

The case managernext must link
the individualand family to appro-
priateserviceproviders.If sewices
do not existor are unavailableat
the time their need is identified,the
case managersecures interim
services,recordingthese as “tem-
porary;’ and writes into the ISP the
strategiesand timetableto secure
the agreed-onsewices.This
processpresumesthat the case
manager,acting for the county,will
arrangefor sewices or assist in the
designand developmentof needed
sewices when necessary.

The Individual: A Key Role

Earlier in this publication,the
changesin beliefsabout persons
with severehandicapswere explain-
ed. Althoughhistorically,people
who are developmentallydisabled
havenot madechoices, it is no
longer presumedthat they do not
havethis ability.Someadults with
severehandicapsmay haveonly
slightly impaireddecision-making
ability.The total loss of rights and
powerto makedecisionsmay be
unwarrantedunlessthe demon-
stratedneedfor protectionis

substantiallymore importantfor the
person’swelfarethan loss of those
rights.Then court actionmay limit
those rights in someareas.

When individualswho are devel-
opmentallydisabledare capableof
making informeddecisionsabout
their needsand sewices,their ideas
should be heard.The person’sdeci-
sions take precedenceover that of
family unlessthe family is the legal
guardian.

Minnesotalaws protectpersons
with no family or friendsto act on
their behalf.Certainguardianship
responsibilitiesfor the individuals
are assignedto a local county
social worker.A person’scase
manager,however,may not also act
as the guardian. In such situations
a differentsocialworkeris assigned
as the person’sguardian.For more
informationabout guardianshipin
Minnesota,see AppendixH.

How can other individuals,who
cannotgive adequateinformation
about themselvesor makeinformed
decisions,participatein the pro-
cess?The personshouldbe present
at all case managementmeetings
unless medical reasonspreventthis.
Everyattemptshould be made to
help the personparticipatein deci-
sions and to use what is known
about an individual’slikes and
dislikesas a basis for selectingand
arrangingservices.Usinga
preferenceinventorycan be useful.
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The inventoryis a collectionof in-
formal obsewationsof what the per-
son likes or dislikes in differenten-
vironments:home,day program
(classroom,job trainingsite,
cafeteria,field trip) and places
where social or recreational
activitiestake place.Theseobserva-
tions are periodicallyrecordedby
people familiar with the ways in
which the person indicates
preferencesfor objects(clothes,
food, furnishings,equipment),peo-
ple, settings,activities,physical
positions,communication,learning
modes and expressionsof emotion.
Preferenceinventoriesshould
becomemore specificover time.

Ideally,preferenceinventories tory suggeststhat earlierdecisions
should be availablebeforeassess- are less satisfactoryto the
ment, screeningand developmentof individual.
a plan. The informationcan be used How to treat conflictsthat arise if
to identify incentivesthat would an individual’schoicesdiffer from

Asfamily membersprovide information, they
may need to be somewhat assertive, because some
case managers and other professionals still tend to
dismiss some parents’ claims about their son> or

daughter> abilities or behaviors.

-. motivatethe individualto develoD or
improveneededskills and-- - ‘“ -
behaviors.It also may be used to
modify plans if the preferenceinven-

those of the familyor case manager
will be exploredlater in this chapter.

The Family’s Role

Federalpolicy authorizesservice
providersto involvethe individual
and family in certainsewices.Min-
nesota’sRule 185also specifically
authorizesthe family’sparticipation
in the assessmentand planningfor
services.The family’s involvementin
the monitoring,evaluationand ad-
vocacyproceduresis implicit but
not specified.Other policiesof Min-
nesotaand its countiesalso en-
courageor authorizethe family to
take an activerole in planningand
making decisionsaboutservices.
The family is a naturalsupport
systemthat shouldbe recognized
and incorporatedinto the goals and
objectivesof the ISP and [HP,

One of the family’smajor roles,
especially in assessingneedsand
planning services,is that of
information-giver.As family
membersprovideinformation,they
may need to be somewhatasser-
tive, becausesomecase managers
and other professionalsstill tend to
dismiss some parents’claims about
their son’sor daughter’sabilitiesor
behaviors.Familiesshould try to be
objectiveand open to new informa-
tion about their family member.
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They should be willing to accept
documentedreportsabout behaviors
or skills they themselvesmay never
havewitnessed.Familiesalso
should share family problemsthat
could affect their children’swelfare,
as long as confidentialityis assured.

Becausethe family is virtuallythe
only life-longadvocatethe person
with developmentaldisabilitiesis
likely to have, laws involvingfamilies
build on a natural role.Becauseof
associationwith the personover
time and a wide rangeof ex-
periences,the family has, in most
cases,comprehensiveand in-depth
information.The family also has
unique insightsabout familial traits
(inheritedor cultural)which often
can provideclues about the in-
dividual’s temperament,coping
behaviors,likes and dislikes.
Sometimesthese traits are assumed
mistakenlyto be causedby the per-
son’s disabilities.

For example:
Nanq becameextremelyagitated
every&y at bmt@fwtor whenshe
was in crowdedor evenmodemtely
noikyphzces.Thisbehaviorwasat-
h“butedto her beingseverely
mtatied and havingsevere
behavwrulproblems.A discussion
at an annualeval~”on con-
fertmcebtuughtout the informa-
tion that one of the parentsand a
sister couldnot tolemte em”ng
bmdfmt in the morningand also
expaienced stressin crowdedor
noisy sti”ons. Theparentand
sister skippedbmakfmtand avoid-
ed or quicklyremovedthemselves
fmm the two Qpes of conditions
that theyfound stmssjhl. Late~
the staff allowedNanq to skrp
breakfastand to have a mid-
morningsnack. T&y also avoided
placing Nanq in crowdedor noisy
sti”ons. Theincidenceof
diwwutivebehaviordecmzsed con-
stihly. Nanq’s environment
wasat(justedto accommodateto
he~

NOTES
1.Beth Mount. “Personal Futures Planning.”Weat Hatiford: Future Graphics, Inc. 1985.

OTHER RESOURCES

1.

2.

3.

4.

5.

6.

PACER (Parent AdvocacyCoalitionfor EducationalRights).4826 Chicago Ave., Minneapolis,MN 55417; 612827-2966, V/lDD. PACERis a
leading national resourcefor informationabout educational rightafor studentswith all handicaps. It providesworkshopsfor parentsin every
aspectoftheeducationalsystem.It isoneofthenewcomputerresourcecenters in the countryand has printed materialson a vast range of
education issues.

“New Housing Optionsfor People with Mental Retardationor Other Related Conditions:A Guidebook.” 1967.Available from the Associationfor
Retarded Citizens in Minnesota,3225 Lyndale Ave. S., Minneapolis,MN 55408. CQ.st:$5 for nonmembers,$3 for members. Describesa variety
of home-ownershipmodels and funding possibilities;gives examples of actual arrangementsin Minnesota and other locationsand briefly
discusses related supportssuch as guardianship,consetvatorshipand truststo ensure future oversight.

Twin Cities Society for Children and Adultswith Autism, 253 FourthSt., St. Paul, MN 55101;612228-9074. TCSAC also providesa wide variety
of other informationand supportsfor families.

MNASH EducationIntegrationCommittee,P.O.Box 1837, Pioneer Station, St. Paul, MN 55101. This committee offers a resourcedirectory
($3.00) and free technical assistanceto families seeking integratededucation for their children.

“If Your Child Has a Special Need, So Do You:Pilot ParentsCan Help.” Brochureavailable free from Pilot ParentsMinnesota,201 Ordean
Building, Duluth, MN 55802; 218726-4745. Organizationofferingsupportivenetworkingamong experienced and “new” parentsof childrenwith
all kinds of disabilities.

What Color /S Mur Parachute?Richard Nelson Belles. Berkeley:Ten Speed Press. 1981 edition only. Available at some public libraries.This
book is primarilya job-huntingmanual. However,this early edition has an extensivechecklistof some common traits, skills and intereatsthat
could be used as a“startingpoint in developingpreference inventoriesfor people with developmentaldisabilities.
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Enablingpeoplewith develop-
mentaldisabilitiesand their families
to participatein makingdecisions
changestraditionalroles.Until
recently,the case managerand
direct service providershaveexer-
cised prima~ control,especiallyin
assessingneed and planningser-
vices.As conceptsof services
change,some families havebegun

. to take on a larger role.They ask
for, find or evendevelopmoreap-
propriateservicesfor their family
members.

For example,a growingnumberof
families with children in the special
educationsystemare takingadvan-
tage of PACERservices.PACERis
a Minnesotaorganizationthat pro-
vides parentswith training in how to
obtain their children’srightsto ap-
propriateeducationin the least
restrictiveenvironment.

In some states,familiesare begin-
ning to explorehomeownershipby
the personor the family.Usingthe
team approach,some familiesand
case managersin Minnesotahave
establishedhomesfor peoplewith
developmentaldisabilities.Medicaid
waiver funds (Title XIX)pay for pro-
gram staff and other supportser-
vices. SupplementalSecurityin-
come (SS1)and MinnesotaSup-
plementalAssistance(MSA)or
similar combinationsof financial
assistanceand other incomepay for
residents’food and shelter.Families
haveselectedand purchasedthe
housesand indicatedthe services
and providersthey prefer.A guide to
help families use this strategyhas
been developedby the Minnesota
Departmentof HumanSewices,and
is publishedand distributedat cost
by the Associationfor Retarded
Citizensof Minnesota.

Anothergroup of familieshas
developedvideotapesfor the
specializedtraining of staffwho
work with peoplewith autism.The

TwinCities Societyfor Adultsand
Childrenwith Autismoffers the
tapes and a guidebookfor sale to
serviceproviders.Theseare just a
few examplesof the more active
roles that familiesare taking in im-
provingthe futuresof peoplewith
developmentaldisabilities.

The integrationprinciples,which
are changingthe traditionalservice
system,encouragethe individual
and family to take an activerole in
monitoringand evaluatingservices
if they wish. This participation
becomesmorefeasibleas their
roles expandin the assessment,
planningand developmentof the in-
dividual ServicePlan (ISP)and in-
dividual HabilitationPlan (lHP).
Familiesmay also spend sometime
observingand visiting the various
serviceenvironments.In addition,
measuringthe individual’sand fami-

and makedecisions,usingas the
main criterion, “the best interestsof
the individual.” Familiesand case
managersmust keep in mind that
all human beings needto have
some controlover their lives.
Displayingpreferences,likesor
dislikes is an importantaspectof
being human; it shouldbe
acknowledgedto be as appropriate
for personswith severedisabilities
as for any other person.

Balancingeach team member’s
roles and rights,however,can cause
confusion,tensionand, at times,
conflict. Sometimes,a familyor
case managermay decidean in-
dividual’s decisionshowsa lack of
knowledgeof seriousconsequences
or risks; they may see that the per-
son’s experiencein the community
has been limited.

Other individualswith severelyim-
paired cognitiveskills may not be
able to makecomplexdecisionsbut
may be able to indicatetheir
preferences.Eventhosepreferences
may not be able to be met.
Sometimes,however,a creative
solution may take thosepreferences
into account.

Iy’s satisfactionwith servicessuch
as those describedin Chapter3, of-
fer anotherway for families to
participate.

A Delicate Balance

Selectingservicesrequiresa
delicatebalancebetweenwhat is
desiredby any one party and what
is possible.At these times, the fami-
ly and case managerhaveto con-
sider the choicesof the individual

For example:
Peter’sfmily wassupportive

and clbse-knit.He expresseda
preferencefor livingarmngements
that wouiiiaflowhim to leavehis
group home and live withany one
of his sistersor bmthem.But they
all werwunableto havehim live
with them becauseof inadequate
space in their homes,heayv
responsibilitz”esfor theirown
children,or their ownor their
spouses’inabilityto take on the
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amountof assistanceneededby
the young man.

Ratherthan completelydis-
reganiingPeter’sob”ous
preferencefor closercontactwith
his siblings,an apwtment was
found for him near their homes.
His new locationprovidedoppor-
tunitiesfor Peterto visithis
brothersand sisters, invitethem to
his homeand be includedin their
activitiesmoreoften. At least in
someputt, hfi preferenceto be
near hisfamily wasadiinssed.

Some familiesand service pro-
viders assumecompletecontrol
over the lives of peoplewith
developmentaldisabilities.This
approachhas contributedto a
distortedconceptof them as human
beings lackingany of the abilities,
emotions,needsand interestsof
peoplewho are not handicapped.
Anothereffecthas been to limit the
person’sopportunitiesto develop
any skill in makingchoices.Then
the lack of this skill is perceivedas
the absenceof any desire,ability or
potentialto makechoices.This
perceptionin turn reinforcesthose
families and serviceprovidersto
continuetotal controlover every
aspectof the individual’slife.

This approachis no longer
tenable.Strategiesfor teachingpeo-
ple with severedisabilitieshow to
makechoiceshavebeen
demonstratedand reported.(See
Appendix l.)

Risk Is Inevitable

Another factorthat has led to
over-controlby some well-meaning
families and suppliersof services is
their concernabout the risks involv-
ed in allowingchoices.

One way to considerthis dilemma
is to acknowledgethat risk exists in
any situationwherechoicesare
made.Some risksare very high but
some may be worth taking. The
high-riskareas involvedecisions
relatedto survival,vulnerabilityor
exploitationof the personwith
developmentaldisabilities.If a per-
son needs living arrangementsthat
provide24-hoursupervisionand
assistance,allowingthat personto

live alonewith only periodic supervi-
sion wouldbe a high-riskdecision.
A family memberor case manager
redirectingthat choicewould be
acting “in the best interestof the
person.”

This would not mean, however,
that the personwill nevergain
enoughindependenceto live alone.
The decision,may only be tem-
porary.The individual’spreference,
in this case,should be used as a
motivatorto learn the skills needed
to reducethe need for total
assistanceand presenceof staff.

The low-or no-riskarea is one in
which people’schoiceswill not
seriouslyharmthem physicallyor
emotionally.Examplesof low-risk
choicesmight includeselecting
betweentwo types of blouse or shirt
to wear in the morning. It might be
skippinga meal and later asking for
a between-mealsnack.A person
may wish to stay home rather than
go on an outing,or vice versa.
Sometimeslow-riskchoices may
haveto be acceptedover a period
of time. For example,a personmay
want to use a heavyapplicationof
perfumeor after-shavelotion, or
wear clotheswith clashingcolors.
Other people’sreactionseventually
can changethe person’sdecision
more readilythan the adviceof
thosewho are “authority symbols.”

No one operatesabsolutelyfree
from risk. Somerisk is inevitablefor
all of us and that includes people
with severehandicaps.Mistakescan
becomethe best teachingexperi-
ence.The individual’spreferences
can be strongincentivesto growth
and development.Thereforea fine
balancehas to be achievedin both
areas,high risk and low-or no-risk.
When agreementabout the areas in
which the decisionfalls is difficult, it
must be discussedas objectivelyas
possible,includingconsultingwith
the individual.The preferenceinven-
tory is useful if the personcannot
easily communicatepreferred
choicesat the time decisionsare
being made.

For example:
Terrywas enthuszhsticabout

spotisand wantedonly school
chassesthat includedathleticac-

tivitt”es.He wasofferedsevemlnew
opportunitiesto selectand enjoy
athleticsduringleisuretime if he
agreedto learnneededskills in
other schoolsubjects.He agreed
and hasjoined an ajle~school
communityspotispmgmm which
is curnmtlya special~d pmgmm.

For example:
Fmnkgot veryexcitedby lmge

trucks,and wantedto becomea
dn”verof a semi-tmile~or a
jirqfighterwho ridesa j%e engine.
Fmnk’spreferenceswem
mwilrectedto a volunteerjob where
he was able to help washj7re
enginesin a localjire station.His
severedisabilitiesdid notprevent
himfmm partzklparticipationin
worh”ngaroundlmgefire trucks.
The case managementteam helped
him buihia good communitycon-
nectionin his volunteersern”ces.
He has alsoformeda close
associiztionwithone.@@ghter
and hisfamily.

Advocating Change

Advocacyis a naturalrole for
families.They should let officials
knowwhat servicesor changesare
needed.For example:Public fund-
ing providesminimal in-homeand
family supportservices.Administra-
tors and public officialsneed to
knowthat most families,willing to
keeptheir childrenat home,need
assistance.The peoplein power
need to changefunding methodsto
support families,Althoughthe
Educationfor All Handicapped
ChildrenAct, Minnesota’sFamily
SubsidyProgramand the Medicaid
WaiverAmendmentencourage
families to maintaintheir children in
less structuredand less costly ser-
vices,the funds availablefor family
supportand waiveredservicesare a
small fractionof the funds for ser-
vices providedin a facility.

Individualand organizedparents
havebeen advocatingchangesfor
at least35 years.Parentorganiza-
tions havebeen effectivein chang-
ing federal,stateand county laws to
improvethe livesof peoplewho are
handicapped.One organization,
directlyconcernedwith the unique
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needs of people with severe and
multiple disabilities,is The Associa-
tion for Personswith Severe Han-
dicaps (TASH). It is an international
organizationthat has chapterain
most states includingMinnesota.
Many of its foundersand current
leaders have directedor taken part
in research, demonstrationand
publicationof integrationprinciples
and practicesin the United States
and other countries.

Parentsand service providers
have found that joining advocacy
organizationsprovidesthem with
directionand assistancein com-
municatingwith those in power.
They also are a sourceof current
informationabout integrationprin-
ciples and about practicesthat have
proveneffectivein developingthe
skills and behaviorstheir children
will need to build quality community
connections.

“Familysuppoti is common sense. Familysupport is
soundfinancial policy. Familysuppoti is reinforming{he
fmily as thefoundd”on of our society.Fmi(y suppoti,
‘inthe best of systems, is the empowermentoffamilies to
‘“@ave)choicesandcontrol over their destiny.’9 ..- ~~stiny.'

Traditionalrolesand responsibili-
ties are changingas the importance
of the individualand the family in
the decision-makingprocess
becomes better understoodand
accepted. Families’willingnessto
become activeteam members must
be based on confidencethat their
effortswill be fully suppotied. They
must be encouragedto feel that
their involvementis essentialto the
successof a consumer-oriented

case managementsystem.
A strongpartnershipamong the

members of the team providesa
strongfoundationfor buildingcom-
munityconnections.Case manage-
ment becomesthe stable factorfor
families that facilitiesand buildings
have symbolizedfor so long.(z)

NOTES
1.Deborah Spitalnik. “Elements for Considerationin Restructuringor Creating Case Management Services.” Paper presentedat a conference:

“Case Management: The Critical Connection.”St.Paul, MN. 1967.
..~z.+’”

OTHER RESOURCES

1.

2.

3.

—

“Parent Case Management Program.”This projecttrainad parentsto learn about the roles and responsibilitiesof case managementand to
take more active and informedroles as team members. Projectresourcesinclude a 1,200-item library,a training package, model formsfor an
IndividualService Plan, respitevoucher systemand parent-countyagreement. ARC Suburban, 14451 County Rd. 11, Burneville,MN 55337; 612
431-3700.

“How To Get Services by Being Assertive:For Parentsof HandicappedChildren and Their Helpers.” 1985. CoordinatingCouncilfor Handi-
capped Children, 20 E. Jackson, Room 900, Chicago, IL 60604; 312939-3513.$6 per copy, greatly reduced price for orders of 30 or more
copiea.

Newslettersof interestto families and service providersare sometimesavailable free of charge. Some are sent only to members or by
subscription.Moef organizationswill send a sample copy free to those who request one.

● “DD InformationExchange.”(Free) MetropolitanCouncil, DD Program,300 Metro Square Building, St. Peul, MN 55101.
● “Family Support Bulletin.”(Free) United Cerebral PalsyAssociations,1522 K St. NW., Suite 1112,Washington,DC 20005.
● “Connector.”(Free) Minnesota Council on Disabilities,208 Metro Square Building, St. Paul, MN 55101.
● ‘cNationalSpokesman.”(Free) Epilepsy Foundationof America, 4351 Garden City Dr., Landover,MD 20785.
● “Community News.” (Free) CommunityServices for AutisticAdultsand Children, 751 TwinbrookPkwy., Rockville,MD 20851.
● “News Digest.” (Free) National Center for Handicapped Childrenand Youth, P.O.Box 1492, Washington,DC 20013.
● “Independently Speaking.” (Free) MetropolitanCenter for IndependentLiving, 1619 Dayton, Suite 303, St. Paul, MN 55104.
● “Report.” (Free) National Organizationon Disability,2100 PennsylvaniaAve. NW., Suite 232, Washington,DC 20037.
● “MNASH Messenger.”MinnesotaAssociationfor Personswith Severe Handicaps, P.O.Box 1837 Pioneer Station, St. Paul, MN 55101.
● “Newsletter.”MetropolitanAssociationfor Hearing Impaired, 4452 15th Ave. S., Minneapolis, MN 55407.
● “Word from Washington.”United Cerebral PalsyAssociations,GovernmentalActivitiesOffice, 1522 K St. NW., Washington,DC 20005
● “TASH Newsletter.”The Associationfor Pereonswith Severe Handicaps, 7010 RooseveltWay NE., Seattle, WA 98115.
● “Spina Bifida Newsletter.”Spina Bifida Associationof Minnesota, I?O.Box 29323, BrooklynCenter, MN 55429-0323.
● “ARC Focus.”Associationfor Retarded Citizens of Minnesota,3225 Lyndale Ave. S., Minneapolis, MN 55406. Local ARC chaptersare

listed in some telephone directories.
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Becauseof the persistent,long-
term effortsof parents,professionals
and other advocates,a separate
resourcesystemhas been built over
time for personswho are develop-
mentallydisabled.Traditionalbeliefs
identifyingpeoplewith their
disabilitiesfosteredheavyreliance
on the specializedsystem.As a
result, use of specializedservices
replacedthe generic community
resources.

Specializedfacilitiesserveonly
peoplewith developmentaldis-
abilities or other handicaps.Such
servicesphysicallyand socially
separatethe personwith severe
handicapsfrom nonhandicapped
people (other than family or staff)
mostof the time.

For example:
Lightyears ago,Jon’sfmily
neededhelp. Jon wasa hem and
outgoing12year old withseven
mentdlmtaniaa”onand cembml
palsy. Hisfamily had two younger
childttm.But Jon%can took ex-
tensivetime and effort. He could
not communicateclearlyor waik.
He needkdto befed, bathedand
dressed.Both his motherand his
ftiher developedbacktroublefmm
li~g him in and out of his
wheelchtu”<bed and bathtub,and
up and downthe outsidestmis.
Thepanmts neverwentout
togetherbecausethey could sekz%m
aflortithe cost of tnw”nedsitters.

The help offend to Jon and his
fmily was to place Jon out of his
home. Ajler a yearlong seamhfor
a facilityfor Jon, he wasplaced
in an IntermediateChmFaciiYty
for the MentallyRetattiedlocated
in anothercounty.It was the only
6~ii@9* avaikizble.I%efwily
visitedhim only twicea month
becauseof the distanceto the

fmil@.Relktiveswhofrequently
visitedthefmiky neverwent to
VW him. Thqysaid seeing Jon
amongso manyother handicapped
youngsterswouldbe depwssing.
(Jon,whileat home, wasjust
anothermemberof thefiunily
whomthey enjoyed.)

l%efacili@cost includedseveml
servicesJon did not need. Except
for physicalthempy exercises
whtkhhisparentshad provided,he
had no major medicalproblems.
W thefacility stana%dkrequired
that nursingcam and a dietitian,
H for thefimace mom,a
sprinklersystemandothersern”ces
be avaiihbleto everyresident.

at home.His strong identificationas
an individualand as a part of his
family,and his family’sneedto keep
him in the familywereeither ig-
nored or consideredunimportantin
the traditionalservicesystem.

New Concepts in Services

The integrationphilosophypro-
poses meetingthe person’shuman
needs first. Its principleregarding
family support is that services
shouldsupplement,not supplant,
the family.When a family,alone,
cannot cope with the child’s needs
becauseof the disabilities,
assistanceor servicesshould be
provideddirectly to the family in a
way that allowsthe child to remain
at home when this is in the child’s
best interests.

Anothermajorchangearising
from integrationprinciplesis a move
towardthe use of “regular”
resources.Theseare resourcesthat
nonhandicappedpeoplegenerally
use when they seek housing,

66Regukizr resources..are resources that
nonhandicappedpeople generally use when they
seek housing, education, employment, recreation

and companionship.

Wthin a year of leavingthe
f~y home,Jon rvfusedto nw-
pond to his name. He beganto
have vialenttempertantmms and
otherbehaviomlpmbiems. He still
displdysthesesymptoms.

If serviceshad been considered
in terms of familysuppori rather
than a “facility” Jon’s needs and
his family’scould havebeen met.
This approachcould haveprovided
an entry rampfor the family home,
a bathtublift, and a chair lift or
ramp for the family van. His parents
also could haveobtainedrespite
care periodically.Jon’s specific
needscould havebeen met more
cost-effectivelyif he had remained

education,employment,recreation
and companionship.This change
also means reducingrelianceon
specializedservices,facilities,
equipmentand programsthat are
designedonly for peoplewith
developmentaldisabilities.

Generic,or regular,community
resourcesare the usualservices,
settingsand equipmentavailableto
all membersof the community.
Someare offeredby the privatesec-
tor (theaters,restaurants,clubs/
organizations,churcheshynagogues,
stores).Othersare run by govern-
ment agencies(parks,socialser-
vices,communitycenters,libraries).
Still other resourcesare operatedby
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both the privateand government
sectors(schools,sport facilities,
employment,healthcare,housing,
transportation).Other less formal
types of help are providedby
relatives,friends and neighbors.

As a rule, generic resourcesare
availableto all thosewho seek
them. However,for mostof history,
peoplewith developmental
disabilitieshavenot usedgeneric
communityservicesbecausethey
lackedneededadaptationsor
modifications.This reasonis no
longer valid becausethere is ample
informationaboutwaysto adapt
regular environmentsso they can
be used by peoplewith severe
handicaps.

Use of only specializedservices
casts peoplewith developmental
disabilities in devaluedroles.Jon’s
relativeswere overwhelmedby see-

ing only the disabilitiesof the group,
not Jon. Separatinghim from the
mainstreamof the population
ignoredhis need for self-esteem
and family ties, friendshipsand
acceptanceas a valuedmemberof
his community.

The integrationphilosophywould
not proposeimmediateand total
relianceon generic services,or
eliminationof all specializedser-
vices.That is considered“dump-
ing.” Rather,familiesand case
managersshould begin now to
adapt or modify both specialized
and genericservicesto meet every
need of the person.

Making the Transition

Many integrationservicesare
made possibieby use of waivered
servicesofferedby Medicaid.

Medicaidis a federaiprogramthat
has been used in Minnesotaand
other statesto pay for residential
servicesin intermediateCare
Facilitiesfor the MentaiiyRetarded
(ICFS-MR)and for habilitationpro-
grams in developmentalachieve-
ment centers(DACS)for eligible
peopiewho havedevelopmental
disabilities.

As the unusuaiprogressof peopie
iiving and iearningin less restricted
arrangementsbecamemoreevident,
the federaigovernmentdesigned
the waiver program.This aiiows
Medicaidfunds to be usedfor a
wide varietyof famiiyand communi-
ty services.These inciudefamiiy
support, homemaker,habiiitation,
case management,respitecare,and
specializedvocationalservices,as
weii as supportediivingarrange-
mentsand minor accessibilityadap-

-.
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tations to the home.
Familiesshould knowthat

Medicaidwaiversare limitedby the
federal law. Eachcounty is given
only a few waiverseach year.
However,the countyalso has the
responsibilityto determinewhether
existingtraditionalservicesare still
requiredand what new kinds of ser-
vices are needed.If requestsare
not made for waiveredservices,the
more restrictive,facilitydependent
programsmay be continuedby the
county.Brochuresgiving more infor-
mationon waiveredservicesare
availablefrom severalMinnesota
organizations.

For those who cannotobtain
waiversnow,the focus mustchange
to modifyingcurrentspecializedser-
vices to providequality connections.

~r example:
Tomlives in an Intermediate

h Facilityfor the Mentally

Retardedwith Mother people who
have developmentaldisabilti”es.
CUssifiedas severelyrtzkutied,he
also exhibitsmanychallenging
behavim such as strika”ngothers,
scmrmingand hallucinata”ngboth
at the grvup homeand at the
dmelopmentalachievementcenter
he attena%.He is also overweight.

At Tom’slast evalhn con.
fervnce, Tom’sparentsasked ~he
coukiibe helpedto get some
physicalexerciseevery&y; their
expen”encewith Tomwas that in-
creasinghis physicalactivity
reducedthefrequencyand intensi-
ty of his behavwmloutbunws.
Theysuggesteda brisk, 30-minute
walktwicea &y withone member
of the stafj Thefdcility represen-
~“ve immediatelyrespondedthat
there wasno extnastaff to ~“ve
this kind of supervt”swn.

l%eparentssuggestedthat the
fuility shouldj%d a volunteer

.&#f 1 1 who mightwaIkwith Tom. The
n?sponsewas that thefacility’s
volunteersonly came to celebmte
bitihdaysonce a monthor to

mend the residents’clothing.The
parentssuggestedfindinga dif
fenmt volunteerfmm a churchor
civicgroup. The staff said they
woukiin’tjind one. Theparents
said they wouldbe willingto pay a
studentor othercommunityres-
identto accompanyTomon a daiky
walk. Staff said thefacility was
stla~”ngan aerobicsci%zssand
wouiklmakesure TomPati”cipated.
Theyalso agreedto seek a
volunteerto walkwith Tom. The
case managermconiedthis request
and thefacWy’s response.

More opportunitiesfor building
communityconnectionsand in-
dividualizingservicescan be
developedif the case management
team becomesmorepersistent,and
providersbecomemoreflexible,
creativeand accommodating.

For example:
Lisa attendsa developmental

achievementcenter (DAC).She
has been dtignosedas severely
retardedand partiallyblind.
Becauseshe cannotwalk, she uses
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a wheelchairHer case manager
suggestedthat the LMCjind Lisa
employmentin the community.
L&a’smotherand DACstiff were
doubt@daboutLisa’sabilityto
workin the community.The case
managersuggestedthreejobs in
commun~ businessesnear the
fwily home. Wtihobviouswluc-
tance the IMCstaffvisitedtwojob
sitesand ownen to explotwthe
possibilitiesof employingLt”sa.
Both resultswemfmitless.

Lisa’smotheraccompaniedthe
A4C staff on the thiti job explom-
tion. She had changedher mind
and her determinationwon over
the employeeLt”saworkstwo dhys
a weekfor two hourseach day
repom”ngsmallpiiwu$in a
gn?enhouse.She earnsvery little,
but she is a wageeame~ She tells
her btvther and sistemabout her
job everytime she sees them. They
work, too. Nowshe can identi~
wdh them.

All membersof the case manage-
ment team must insiston more in-
dividualizedstrategiesfrom the

1

specialized-serviceproviders.Most ramps,elevators,accessible
often only higherexpectationsand a restrooms)as well as making
little extratime are neededfor necessaryadaptationsto programs
creativesolutionswhen more fun- (reschedulingbusesor classes;hir-
ding is not available.The team and ing additionalsupportstaff;
serviceprovidersshouldcontinually recruitingand trainingpeer tutors).
rememberthat Rule 185specifies It may involveschoolsin advocacy.

community resources would afford many more
opportunitiesfor people with severe disabilities to
observe others as role models, to have direct con-

tact with them and eventually to develop
acquaintance and friendships.

that servicesshould providethe
least restrictivesettingsthat pro-
mote independenceand community
integration.

The educationsectormay provide
an exampleof what transition
means in one generic service.
Someschooldistrictsare trying to
achievethe balancebetween
generic resourcesand specialized
services.Integratededucation
locatesspecial-educationstudents
in regularschools,and special
educatorsare presentto support the
regularteacheras well as the
studentswho are developmentally
disabled.

Thus, these studentscan attend
many classeswith other students
and participatein nonacademicand
some academicactivities.Students
with severehandicapsare able to
ride the sameschool bus, eat in the
samecafeteriaduring regular lunch
periodsand attendextracurricular
eventstogether.In these interactive
situations,thosewith substantialim-
pairmentsare also providedaddi-
tional assistanceby bus aides,
teacheraides,peer tutors and
others.Kids with handicapsgo to
the sameschoolsas their brothers
and sisters.

Localpublic schoolscan make
the adaptationsand modifications
neededto accommodatethe
studentswith disabilitieswho live in
the schooldistrict.This may require
removingphysicalobstacles(adding

Educatorscan explainto regular
teachers,studentswho are not han-
dicappedand their parentswhy ac-
commodationsare neededand can
discussthe benefitsall partieswill
derive from integration.Othercom-
munity resourcescan followthis
example.

Benefits of Integration

Severalreasonscan be givenfor
movingtowardmorerelianceon
regular resourcesand less
dependenceon specializedser-
vices. Most importantare the
benefitsof such a transitionto peo-
ple with developmentaldisabilities.
Totalrelianceon specializedser-
vices offers them few contactswith
peopleof differentages.Community
resourceswouldaffordmanymore
opportunitiesfor peoplewith severe
disabilitiesto observeothersas role
models,to havedirect contactwith
them and eventuallyto develop
acquaintanceand friendships.At the
same time the communitydevelops
awarenessof the supportsneeded
for the personto functionon a daily
basis and beginsto respondto such
needs.

The communityalso benefitsfrom
this kind of integration.It puts into
perspective,and createsa better
understandingof each person’sown
limitations.It is usefulin teaching
people to copewith differences,to
acceptpeoplefor their humanvalue
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rather than base acceptanceon ap-
pearanceor labels.Frequentcon-
tact with individualswho have
severehandicapsprovidesdirect ex-
perienceof their determination,
loyaltyand senseof humor.It in-
creasesopportunitiesto share,to
makefriends and to help. It pro-
vides diversity in the community.
When peoplewith developmental
disabilitiesare part of the pattern,
the fabric of communitylife is
enrichedand strengthened.

Creating Responsive Communities

Genuineintegrationdoes not hap-
pen spontaneously.Families,case
managers,other serviceproviders
and advocatesmust takethe in-
itiative.Seekingto have regular
community resourcesadaptedis
one place to begin. Community
residentshaveto becomeaware
that people with severehandicaps
are a legitimatepart of the com-
munity becausethey,too, are
citizens.Settingpeopleapart
magnifiestheir differences.When
people mingle together,differences

,.

46Wemust des&n schools, homes, workplaces,healthare
systems, t@sjortadon, tid other social envkmrnents in

““”sucha w@jh& the m in everyone.(k communities ~~•
tid our sem”eesmust be’plumliitic &her than ticlu_

community.The personshould be
partiallyor fully engagedin ac-
tivities that are typical of that age
group in the community.Such
activitiesmay includeswimmingin
a pool when other peopleare using
it, attendingthe neighborhood
school, receivingon-the-jobtraining,
workingduring the same hours and
in the same locationsas other
employeeswho are not disabled,or
eating in restaurantsor school
cafeteriaswhen others usuallyeat.

Severalstrategiescan be used to
help peopleparticipateto some ex-
tent in typical communityactivities.
Good resourcesare Cbmmunity-

T0 supplementparticipation in communi~ ac-
tiw”ties,the case management team and other ser-
vice providers should help the person to develop

his or her ownpersonal support network.

in appearance,skills and behaviors
becomerelativevariations.

Gradually,as peoplewith
developmentaldisabilitiesconnect
with their communities,their integra-
tion will be takenfor granted.Con-
tact and understandingof this
historicallyexcludedpart of society
is the best foundationfor creating
an informedand responsive
community.

Topreparecommunitiesto
becomeresponsive,families,service
providersand advocatesshould
developspecificwaysto involve
peoplewith developmental
disabilities in the daily life of the

Based Cum”culumInstructional
Stmtegiesfor Studentswith Severe
Handzcaps~l~and CommunityIntegm-
tion Strategies:A FunctionizlApproach
to Pmgmmming.i2~

PersonalSupport Networks

Tosupplementparticipationin
communityactivities,the case
managementteam and other ser-
vice providersshould help the per-
son to develophis or her own per-
sonal supportnetwork.This network
ideallywould includethree or four
peopleother than the person’sim-
mediatefamilyor staff who provide

services.These peoplebefriendthe
individual;they also can act as
mentors,a popularconceptin
women’sgroupsand among
businesspeople.

Membersof this personalsupport
networkcan be soughtout
specifically.Their participationalso
can arise naturallyfrom involvement
in the samecommunityactivities.
Potentialnetworkmemberscan be
found at religiousservicesor social
activitiessponsoredby churches
and synagogues,in hikingor walk-
ing clubs, YMCA/YWCAclasses,
basic adult educationclasses,civic
organizationevents,Red Cross
volunteeractivities,regularScout
troops,communitycenteror
playgroundactivities,integrated
camping sessions,sportsor booster
clubs and schoolclubs.A list of
communityorganizationshas been
suggestedby John McKnight.(See
AppendixJ.) The extendedfamily
also offerspossibilitiesfor members
of the personalsupportnetwork—
cousins,uncles,aunts,nieces,
nephews,in-lawsor grandparents.

At least some membersof the
personalsupportnetworkshould be
in the samechronologicalage
range as the personwith
developmentaldisabilities.Network
membersshouldbe madeaware
that others in the networkare also
willing to spendtime with the per-
son. This helps to alleviatethe con-
cern that such a relationshipmay
require more time or responsibility
than an individualwishesor is able
to contribute.

Contactmay be as little or as
much as people find comfortable.It
may consistof simpleacts,on a
regular basis,such as greetingthe
personon his or her arrivalat a

I
I
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6t~e ~ea of pexsonalsuppoti is really quite simple-a
group ofpeop~eUporiwhom an individualdepends—
fmily, friends, fellow siudetits, ,c&workem,membemof’””,.
the congreg~”on,bowltig partnem, and soon. The net-
work of people who ask‘usquesh”ons,~“veadvz”ce,act on
our ‘behal~inyite,,usout, @“veus lea4 for jobs, help@
up the basement;things which am freely ~“venas part of
living, not as an di~ for whichpeople expect to be ~
W*” :’.”.:’:’’&~5:~on@r~ti;g~g~g “’”” ‘“,.., - $..,..”~,’ :,,,. ,, .,...,.,. ,++;;,..:,:,...,~’,, ~.’..:,..... ~;, .+,, - :. ,,,:.,. ,,

...’: ,. ,. . .,. ,.,, ,“,, ~ .,:, . -

meeting,class or session,of
exchanginga little conversation,of
sitting with the personwhen
refreshmentsor breaksoccur,of in-
troducingthe personto others.The
memberof a personalsupport net-
work may offer to drive the person
to the placewhere they both will be
going, or to physicallyassist the
personto participatein an activity.It
may involveinviting the person
home,attendinga movieor a
neighborhoodsoftballgame,or hav-
ing a meal together.One could help
the personshop for clothingor
groceries,or enjoywalkstogether.

Contactsby a memberof a per-
sonal supportgroup can be as fre-
quent or as seldomas the member
can commit to-once a month or a
few times a year.The importantfac-
tor is that the personalsupport
group memberswantto do this
becauseof a genuine interest in the
person.This interestis most likely
to assurethat the associationwill
be sustained.

It is up to the case management
team and direct service providersto
find, orientand help network
membersin their efforts.Family
membersor staff can inform the

networkmemberaboutwhat
motivatesand intereststhe person,
the best methodsto communicate
or effectivewaysto assistthe per-
son who has severehandicaps.
Help may consistof family or staff
accompanyingthe personand net-
work memberon initial activities.If
and when it seemsappropriate,the
family memberor staffshould
graduallyfade from the relationship.
If, however,his or her presenceis a
conditionfor the associationto con-
tinue, then the family memberor
staff shouldbecomea passive
member,allowingthe two main peo-
ple to build their relationship.

Ideally the personalsupport net-
work should growto includemore
people.Continuallyseekinguse of
new communityresourcesshould
providenew membersfor the net-
work and shouldhelp to maintaina
circle of three to four friends if
othersdrop out.

Developinga more integratedser-
vice systemis an importantchange
in our society.It will take hard work
and sometime.As peoplewith
developmentaldisabilitiestake their
rightful placesas activemembersof
their communities,the whole society
will be benefit.

NOTES

1. Mary A. Falvey.Commun&Based Curriculum:InstructionalStrategiesforStudentswith Swam Handicaps Baltimore:Paul H. Brookes.1988.

2. GovernmentTrainingService, DavelopmentelDisabilitiesProgram. “Community IntegrationStrategies:A FunctionalApproachto
Programming.”St. Paul, MN. 1983.

OTHER RESOURCES

1.

2.

3.

4.

Free brochureson the waiver are available from:ARC Minnesota,3225 Lyndale Av. s., Minneapolis, MN 55408; 612827-5641 and ARRM,
1885 UniversityAv., St. Paul, MN 55104; 612644-8181.

The ActivitiesCata/og:An Altemativsto Curriculumfor Youthand Adultswith SevereDisabilitiesand A cornprafrerrsivaGuide to the Activities
&rt.S@7.1987.Barbara Wilcox and G. Thomas Bellamy.Availablefrom Paul H. BrookeaPublishingtimpany, PO. BOX 1o624,Baltimore,MD
212S5. Call toll-free 1-800-638-3TT5for credit card orders.Cost:$29.95.

illustratedcatalog suggestsover 100 activitiesand subtasksin the areas of leisure, permnal management and work for use by parentsand
service staff;guide explains use of the catalog activitiesas a Comprehensivesystem in a particular semice or in structuringa well-rounded
lifestylefor anyone who is severelydisabled. Excellent.

New Life in the Neighborhood.Robert Perske.Nashville:Abingdon, 1980. This publicationskillfullypo~rays how neighborhoods are enriched by
the integrationof people with disabilities.

“promoting Community-BasedServices: Implicationsfor ProgramDesign, Implementationand public ~li~;’ Michael D. wers. Journal Of
the Associationfor Personswith Severe Handicaps (JASH). 1986. Vol. 11, No. 4.3090-315. This article describesfive communitv-basedPrOlOCtS
that use integrationpractices,training, consultationand evaluation.Uses technical language.
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Social change is not always
smooth.As in the changefrom the
segregatedinstitutionalsystemto
the insulatedfacility-dependent
system,the transitionto integrated
servicesrequiresmajor system
changes.One change relatesto get-
ting into practicewhat is expressed
in current law.

For example,federal reviewsof
statespecial-educationsystems
check on progressof school
districtstowarduse of “least restric-
tive environment”or the inclusionof
studentswith handicapsin pro-
grams with their fellowstudentswho
are not handicapped.The federal
audits revealedthat states are not in
compliancewith this federalstan-
dard, yet there is no discerniblema-
jor change in segregatedpractices
among the nation’sschooldistricts.

Other laws,such as Title XIX of
Medicaid,must be amended.Then
home and community-basedser-
vices will not be so limited and re-
quire a waiveror “special permis-
sion,” but becomeas free a choice
as ICF-MRservices.

Federaland state legislationcon-
cerning vocationalrehabilitationand

‘~~eopleeorig$g~ed together”h ms&&@l,’ voc&n& aid ‘“

vocationaltrainingand employment
in communitybusinessesshould in-
creaseand funding for facility-based
servicesshouldbe reduced.

Other Barriera

Thereare other barriersthat
delay developmentof an effective
integratedservicesystem.One is
the resistanceto changingfrom
facility-dependentservicesto the
more individualizedarrangements.A

There are other barriers that delay development
of an e~ective integrated servke system. One is the
resistance to changingporn facility-dependent ser-

w“cesto the more individualized arrangements.

vocationaleducationserviceshas
required inclusionof peoplewith
severehandicapsfor some time.
Nevertheless,the numberof people
with developmentaldisabilitieswho
havebeen able to obtain these ser-
vices is still small. Tocorrectthis in-
equity the proportionof funding for

lot of moneyand loyalty is now in-
vestedin specializedfacilities in
terms of buildings,land, equipment
and jobs.A large constituencyis op-
posedto reducing,or eliminating
these facilities.It frequentlyincludes
somefamilieswhosesons or
daughterscurrentlyuse these ser-

vices; boardsof directorsof facility
services;and somecountycommis-
sioners,state legislatorsand
employeesconnectedwith large
residentialfacilities,developmental
achievementcentersand sheltered
workshops.The oppositionof this
group adds to the difficultyof ac-
quiring legislativeauthorizationand
adequatefunding during the transi-
tion period,and slowsthe moveto
integratedservices.The concernsof
those groupsshould be addressed
in order to assurea fair and gradual
transitionto homeand community
quality services.

Concernabout the quality of ser-
vices and ability to monitorthem in
a more individualizedservice
systemis an issuefrequentlyraised
by some who opposeless use of
facility dependentservices.While
centralizedservicesmay be easier
to measure,their monitoringhas
been less than satisfactory.Current
evaluationmethodsfocuson the
servicesratherthan on the effects
of those serviceson the peoplewho
receivethem.

Phraseslike “quality control” and
“quality assurance”are used
repeatedlyin regulations,policies
and the literaturereferringto ser-
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vices. Such measuresof quality
have includedthe numberof hours
that servicesare provided,the
qualificationsor numberof staff who
providethe services,the type of
equipmentor materialsused, the
size of roomswhereservicesare
provided,the amountof money
spent for services,and licenseor
certificationrequirements.

dividualization~’and “community
integration”havebeen used for
abouttwo decades.But for per-
sonswith severehandicapsthe
realitythese terms imply is still
the exceptionrather than the rule.
Tocheckthis claim, see how
manyof the integrationprinciples
listed in Chapter2 are found in
traditional,facility-dependentser-

● 00 s ervices are only the means to achieve an
end. Sem”cestandards should be directly related to

measun”ngquality outcomesfor the person
receiving the sem”ce.

Admittedly,these elementsare
important in measuringthe quality
of services,but servicesare only
the meansto achievean end. Ser-
vice standardsshould be directly
relatedto measuringquality out-
comes for the personreceivingthe
service.The integrationprinciples
translateinto standardsfor services
and outcomes.However,to apply
standardsthat measureserviceef-
fectiveness,a new kind of training is
needed.And familiesshould sup-
port the provisionof this training for
case managersand other service
providers.

A New Kind of Training

Differentjob descriptionsand
qualificationsare neededby case
managersand others in order to ob-
tain and evaluateservicesthat
assure integration.A new orienta-
tion, regardingvalues,a change in
attitudesand expectations,
understandingnew conceptsof ser-
vice, designingstrategiesfor plan-
ning servicesand evaluatingout-
comes,and keepingup with new in-
formationare all factorsthat must
be addressedin developingpreser-
vice and inservicetraining of case
managersand other service
providers.
. A Frameworkof Values.Terms

such as “normalization,” “in-

●

●

vices,(Alsosee Appendix K.)
Casemanagersand service pro-
vidersneed to use a framework
of valuesthat addressesthe in-
dividual’s(and the family’s)quali-
ty of life. Thesevaluesshould
emphasizethe individual’s right
to makechoicesand should lead
to the creationof living ar-
rangements,education,employ-
mentand recreationthat increase
independence,productivityand
communityintegration.
Attitudesand Expectations.Em-
phasison the client’s handicaps
shouldbe reduced.Focusingon
the person’shumanitywill build
morepositiveattitudes.Expecta-
tions should reflecta belief that
all people,regardlessof the
severityof their handicaps,can
live in an integratedsociety,given
propersupport.Trainingshould
includereal storiesabout the
dramaticimprovementsthat have
takenplace in the skills and
behaviorsof personswho moved
from large facility settings to in-
tegratedenvironments,such as
those reportedby Bakerand
SalOn(’) and those collectedand
publishedby the Pennsylvania
DevelopmentalDisabilities
Council.(*)
A@ Conceptsof Service.The tradi-
tional defi~itio~of services,with
its dependenceon specialized

facilitiesthat provideprepackag-
ed programsto their clients,must
be reconsidered.Exemplaryin-
tegratedservicesin Minnesota
and other statesshould be iden-
tified and studied.Servicesshould
be mdefied as individud”zed
arnmgements@ersonalassistance
and environmentalaahptuti”ons)that
wiffbest suppmi the person to live a
satis~ing life integmtedin the com-

●

●

�

—.
munity.Thesearrangementscur-
rently may combinespecialized
and regularcommunity
resources,with more reliance
over time on using regular
resourcesthat are supportedor
adapted.
Assessmentand Planning.Case
managersshould learn howto
lead the case managementteam
in using new assessment
strategies.Serviceproviders
should also use these methods.
They should learn how to identify
basic humanneedsand support
the strengthsof the individual
and the family,through
preferenceinventories,personal
support networksand personal
futures planning.

Planningstrategieswill be dif-
ferent too. Improvinga person’s
quality of life will includemaking
communityconnectionsby
arrangingintegratedhousing,
education,employmentand
social activities.The team will
need to learn how to translate
quality-of-lifegoals into outcomes
that can be measured.Training
should include informationand
practice in recognizingthat non-
traditionalcommunityresources
may be opportunitiesfor peoples
with severehandicapsto par-
ticipate in eventsor activitiesin-
volvingnonhandicappedpeople.
Monitoringand EvaluW”on.Recent
federal laws requireproofof the
benefitsof servicesfor which fun-
ding is provided.Evaluationin-
cludes accuratelymeasuringand
documentingwhat the person
can do beforeand after a period
of time in which a servicehas
been provided.Therefore,case
managerswho authorizeservices
and staff who directlyprovide
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●

them must learn to select and
use appropriatemeasurement
tools. Currently,the majorityof
such people lack the technical
skills to measure changes using
data collectedby frequentobser-
vation. Trainingthat develops
reliable evaluationskills is
needed.
Intimation Resources.This booklet
nam-esboth strategiesand
literaturethat reflect
advanced professionalideas.
Many more areas of integration
practicesstill remain to be
developed. It is essentialthat
case managers and other service
providersbecome more familiar
with several major, reliable
sourcesthat providestate-of-the-
art informationand training.
These sourcesmay include
crossdiscipline literature,profes-
sional organizationsand their
publications,seminars,con-
ferences or membershipservices.
The new trainingfor case

managers, other professionalsand
practitionersshould be statewide,be
consistentin value orientationand
reflectthe best professionalthink-
ing. This training should be formal,
direct and systematic.Preservice,
professionaltraining, includingprac-
ticums or internships,should be
available in the state’suniversities
and colleges and should reflect
state-of-the-arttheories.

Continuingeducationor inservice
training for case managersor para-
professionalsalso could be offered
by area vocationaltechnical in-
stitutes,institutionsof higher educa-
tion, the Minnesota Departmentof
Human Services,other relevant
state agencies, or some coor-
dinating group. It should be provid-
ed by professionalswho themselves
are knowledgeableabout recent
developmentsacrossall service
sectors.“State-of-the-arttechnology
shouldbe presentedto inspire
creativityand hope in the case
managers . . . . .“(3)

Less-formaleducationalofferings
shouldsupplementformal training.
informaltraining may offer certain
advantages.Higher-educationand
state-agencytraining proceduresare

fairly rigid becauseof the time re-
quired to add or change curriculum
contentor to obtainfunding. infor-
mal trainingcan be planned and ex-
ecuted much more quickly.Such
training is availableat national, state
and local conferences,workshops,
seminars,institutesand forums
usuallyofferedby consumer ad-
vocacygroupsor professional
organizations.These events may

expressedher humiliationat having
to work in a “shelteredworkshop”
insteadof a regular place of
employmentas her sisterand
brotherdo. She resentedbeing
spokento as if she were a child or
not being addressedat all while
staff talked about her in her
presence.The personwho accom-
panied her, the other participants,
as well as the workshoppresenters

It is essential that case managersand other
serviceprovidersbecome morefamiliar with

severalmajor, reliablesources that providestate-
of-the-artinformationand training.

bring a wide varietyof speakers
from differentdisciplinesor service
sectors.Often, the broad range of
informationand materialsrepresents
the latest in the field of developmen-
tal disabilities.

Anotherway for case managers to
keep currentwith new break-
throughsacrossall service sectors
is to join a networkof diverse coun-
ty or regionalprofessionals.These
groupsmay meet regularlyto share
informationmonthlyor quarterly.
Knowledgeablespeakerscan be in-
vited and commonissuescan be
discussed.

Individualswith severe handicaps
should participatein some way in
these trainingsessions.Recently
Emily, an adult who is developmen-
tally disabled, participatedin a
workshopin Minnesotaalong with
her attendant.The workshopwas
designedto teach participantshow
to use a value-basedapproach to
evaluateservicesused by people
with developmentaldisabilities.
Those presentdiscussedthe use of
typical names used in Minnesotafor
residentialfacilities,day training pro-
grams and shelteredworkshops.

Emily said she dislikedthe house
she lived in being identifiedas
“Sunshine House” insteadof as
Emily’s home or by a street address
like other houseson the block. She

all remarkedon their heightened
sensitivityto the values discussed
as the resultof Emily’s participation
in the workshop.They realized how
such names emphasize the dif-
ferences,the separationand the
devaluingof people who use the
services.

Countiesand other service
employershave the obligationto
provide incentivesand opportunities
for inservicetrainingfor case
managers and staff.This means
paid time off should be given for
staff participationin bothformal and
informaltraining. Trainingrequires
the need for financial assistance
from federal and state levelsalso.
Staff memberswho extendtheir
training beyondthe minimum re-
quirementsstated in regulations,or
who apply their training in waysthat
are of outstandingbenefitto their
clients,shouldbe acknowledgedin-
dividuallyand publicly.

Barriers for Families

Other problemsthat hinder move-
ment toward integratedservicesin-
volve families of personswith
developmentaldisabilities.They in-
clude the following.

1. Lack of iqfomatw“n. Many
families do not have adequateor
accurate informationabout the move
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toward more effectiveservices.
Their primary informationsources,
the case manageror direct sewice
providers,may not havethe infor-
mationor may give inaccurate,
biasedor conflictingviewson in-
tegratedsewices.

Severallocal and nationalpublica-
tions carry informationabout new
and successfulintegrationsewices.
These includepublicationsof con-
sumer advocacyorganizationsand
governmentagencies.They also
providenewsaboutcurrentpro-
grams, researchand governmental
policies.Someof these publications
focus specificallyon peoplewith
severehandicapsratherthan on
peoplewith all kinds of handicap-
ping conditions.

Other excellentsourcesof infor-
mation for individualsand families
as well as professionalsare the
conferences,workshopsand
seminarsmentionedearlier.Min-
nesotais particularlyrich in the
number and quality of these events
presentedseveraltimes a year by
stateor local organizations.These
groups competeto obtainspeakers
who includewell-informedparents
and notedprofessionalswho are

leadersin the integrationmovement. 2. Fearor Uncertaintyabout
Becominga memberof an advisory Change.Oftenolder parentshave
committeeof a public or private seen so manykindsof sewices in
agencyor organizationfor people their lifetimesthat they become
with developmentaldisabilitiespro- skepticalwhen changesare pro-
vides anothersourceof current in- posed.Familiessatisfiedwith cur-
formationfor families. rent sewices are especiallyproneto

Thinking of integration sem”ces as similar to
resources that their nonhandicapped children use
(to get suitable living quarters, education, adult
education or employment) may help parents get

over their uncertainties.

Individualswho are developmen-
tally disabledand their families
shouldseek severalinformation
sources.With variedsources,
familieswill gain a more accurate
and comprehensivepicture.Their in-
creasedknowledgealso should lead
them to expecthigher standardsof
trainingfor case managersand peo-
ple who providesewices.

1

resistsubstantivechangesin those
sewices.They mayview the coming
of less-structuredsewices,and their
own emergingrolesas moreactive
decision-makers,with uncertainty.
They may lack confidencein chang-
ing a highly technical,complexbut
relativelystablesystemfor some-
thing new.

Thinkingof integrationsewices as
similar to resourcesthat their non-
handicappedchildrenuse (to get
suitableliving quarters,education,
adult educationor employment)may
help parentsget over their uncer-
tainties.Casemanagersare respon-
sible for arrangingthe more tech-
nical suppoti that families and their
childrenwith severehandicaps
need.This help includesfinding
providerswho will developindividu-
alized living arrangements,in-
tegratedschools,adult training,
vocationaltrainingand employment,
and leisure-timeactivities.The case
manageralso assistsfamiliesby
securingthe authorityand funding
for these arrangements.

3. Lack of FamiivResources.
Manyyoungerparentsface a quite
differentobstacle.While they main-
tain their children in the family
home,havefree public education
and may even havesomefamily
supports,their mainbarrier to learn-
ing about new sewices is lack of
time and money.Manyfamilieshave
to give so much extratime and
energyjust to care for the daily

52



Chapter9

needsof their childrenthat they are
unable to devoteany more. in-
dividualsand familiesoften do not
haveenough moneyto coverthe
cost of publicationsor to attend
conferencesor workshops.

Some informationalmaterialsmay
be obtainedfree if one writes and
requestsa singlecopy.Other
publicationsare available,free,on a
lending basis from agenciesor
organizations.Someconferences,
workshopsand similar eventspro-
vide care for childrenand free
registrationor reducedfees for per-
sons who are developmentally
disabledand for parents.A few
organizationsannuallysponsortwo
or three individualsor their parents
to attendsuch events.A sponsor-
ship usually providespartial costs of
registrationfees,travel, hotelcosts
and sitter expenses.Familiesshould
inquirewhetherchild care and sub-
sidies are availableas soon as an-
nouncementsof eventsare sent out.

Current Information Is Vital

Individualswith developmental
disabilities,their families,case
managersand all other service pro-

vidersshouldhavean interest in
what is happeningin the field. The
morethe informationspreads,the
betterare the opportunitiesto an-
ticipateproblemsthat changes may
bring. No one is askedto accept
changewithoutquestioningits im-
pact on the livesof personswho
are severelyhandicappedor their
families.Issuesthat need additional
clarificationshould be identifiedand
discussed.Informeddiscussionand
negotiations,ratherthan resistance
and confrontation,providea more
productiveenvironmentduring tran-
sition periods.

The transitionfrom “facility-
dependent” servicesto integrated
servicesis alreadyunder way. in-
creasingnumbersof parentsand
txofessionals:

Are awarenationallyof the in-
tegrationphilosophy,its principles
and practices.
Acceptthis trend toward integra-
tion.
Are developingthe competencies
to put theseprinciples into prac-
tice.
Are organizingthe communityto
be supportive.

. Are monitoringthe effectiveness
of the new services.

. Alreadyare makingneeded
improvements.
Familiesand case managerswho

read this booklethavealreadycom-
pletedthe initial step—becoming
awareof the integrationphilosophy,
its principlesand practices.Accep-
tance maycome slowly.The new in-
formationpresentedhereand in the
Appendicesoffersa meansto start.
Families,case managersand other
service providerscan use it to
assist the personwith developmen-
tal disabilitiesto achievecommunity
statusand personalsatisfaction,and
experiencea betterqualityof life.

Thosewho do so may be reward-
ed by seeing individualswith severe
handicapsprogressin waysmost
people did not believepossible,The
ultimatebenefit,however,will come
to individualswith severehandicaps
as they grow in self-esteemand ex-
ercisechoice,experiencefriend-
ships and connectwith their
communities.

NOTES
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Wants Speak Out: Thenand NOWH.R.Turnbulland Ann P.Turnbull.1965. Columbus:Charles E. Merrill Company.Availablefrom the lending
libraryof the State DevelopmentalDisabilitiesProgramOffice, 300 Centennial Office Building, 658 Cedar St., St. Paul, MN 55155; 612
296-4018 or 612296-9962 TDD. Parentswho have been leadingadvocatasfor improvingdevelopmentaldisabilitiesservicesexpressviewpoints
in 1878 and again in 1985. Traceschanges in lives of their childrenand in thair own opinions.Thia ia a very readable book and one with which
parentscan readily identify.

Staff ~/Opment in Menta/ ~etatiation Sewices: A /+ectica/ Hwrdbook.James F. Gardner and Michael S. Chapman. 1985. Baltimore:Paul H.
BrookesPublishingCompany, PO. Box 10624, Baltimore,MD 21265. Call toll-freefor credit card orders: 1-600-63S-3775.Cost:$21. AlSO
available for TwinCities residentsonly from the lending libraryof the Metropolitan~uncii’s DevelopmentalDisabilitiesProgram,300 Metro
Square Building,St. Paul, MN 55101.612291-6364.

“Community Living2000: A Time of Change, A Time of Challenge.”Availablefrom the Canadian Associationfor CommunityLiving, G. Allan
Roeher Institute,Kinsmen Building,4700 Keele St., Downsview,On@rioM&l lp3. This publicationis the five-year agenda for CACL. It provides
specific objectivesthe Organizationhopes to accomplishby the year 2000. Its simple, direct approach should excite and challenge American
readers.
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Appendix A

Seven Quality-of-Life Indicators*
Age-Appropriate

. Activities/taskswould be appropriatefor nondisabledpeers.
● Staff model appropriateadult behaviors(addresspeopleas adults, use age-appropriatereinforcers).
. Decorationsand materialsare appropriatefor nondisabledpeers.
● Scheduleand routineare basedon scheduleof personswho are not disabled.

Productivity Measures

For Those Working:

●

●

●

●

●

Numberof hoursworkedby week/month/year.
Wages(hourly/piecerate).
Changesin wagesover time.
Lengthof time on job.
Incomecovershis/herliving needs.

For Those Who Are Not Working:

● Numberof hoursof volunteerwork.
c Contributionto homeand community.

Independence Measures

. Activitieslead to personalgrowth,development,and personalsatisfaction.
● A meansof communicationexiststo allow daily interactionwith primary people(speech,signing,adaptive

devices).
. A meansof mobilityexiststo moveabout home and communityenvironments.
● Servicesare as least intrusiveas possible.
● Reductionin need for servicesover time.
. Reductionin cost of specializedsupportor training.

Functional Measures

● Tasksand activitiesare relevantto daily life and use real materials.
● Peopleare taught skills to live on own: howto spend their money,how to preparefood, clean houseand shop.

Integration Measures

●

●

●

●

●

●

Amountof time spent in integratedsettings.
Use of generic resources(transportation,parks,recreation,library).
Numberof interactionswith nonhandicappedpeers.
Numberof peoplewith disabilitiesis less than 30/o of total people in setting (such as work force,school,and
recreation).
Opportunitiesfor friendshipswith nonpaid,nondisabledpeers.
Supportoccurs in heterogeneousgroupings.

56 “The Governor’sPlanning Council on DevelopmentalDisabilities,St. Paul, Minnesota,May, 19S7
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Choice and Decision-Making

● Participationin decisionsabout home,choiceof location,furnishings,and decor.
. Participationin decisionsabout use of personalincome.
● Lifestylechoicesencouragewellness—nutrition,weight, smoking,stress relief, emotionalsupport,and

appearance.
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Appendix B

Developmental Disabilities
Regional Policy Plan*

and scopeof appropriateservices.A. Availability is the measureof the’supply

Guideline 1. Countiesand other c)ublicjurisdictions,such as local health districts,schooldistrictsor vocational

Criterion 1.

Criterion2.

Criterion3.

Criterion4.

Criterion5.

Criterion6.

B. Accessibility

Guideline2.

Criterion1.

Criterion2.

Criterion3.

Criterion4.

rehabilitationdistricts,sho~ldtake primary responsibilityto develop,provideor obtainadequate
numbersand type of integratedcommunity-basedservicesfor all individualsas soonas their
needsare identified.Nonretardedpersonswho are developmentallydisabledshouldbe includedin
this responsibility.

Periodicreviewsof the servicesystemby such jurisdictionsshould be carried out at leastevery
threeyears to determineif changesare warrantedin the array,eligibility for,capacityand qualityof
services.

Subsequentchangesin serviceshould be basedon these reviewsand the cumulativedataon the
individualneedsof a jurisdiction’sclients rather than on what the servicesystemcurrentlyoffers.

All personswith developmentaldisabilitiesshould be included in service need assessmentsby
countiesand other jurisdictions,whetherthey are in state hospitals,in the naturalhome,or already
in the servicesystem.

Adequatepreventionservicesto avoidor amelioratedevelopmentaldisabilitiesshouldbe offeredin
the region’sservicesystem.

Planningto meetchangingneedsshoujld reflectfamiliaritywith advancesin servicetechnology.

Localplanningshould documentcitizen participationthat includes elected/appointedofficials,
clientsand/ortheir families,providersand other interestedcitizens.

is a measureof whetherservicesare providedso that consumerscan easily find and use services.

Countiesand other jurisdictionsshould eliminatephysical,attitudinal, regulatoryand financial
barriersto services.

Genericand specializedservicesshould be providedin settingswith accommodationsaccessible
to individualswith mobility,sensoryor learning impairments.

Sincetransportationis a key factor in using communityservices, public transportationshould pro-
vide appropriateaccommodationsand adequatecapacityfor personswith severehandicapsusing
a varietyof approaches.Expensesfor specializedtransportationshould be an allowablecost if
neededto accessservices.

Regulationsshould allow purchasesand maintenanceof high-technologyequipmentsuch as com-
puterizedcommunicationand prostheticand educationaldevicesthat make possiblecontolof
one’spersonalenvironmentand accessto services,

Regulationsshould not constrainbut should support use of generic resourceswhenthey provide
the least restrictivealternativeappropriatefor an individual,Affirmative-actionpoliciesshould, in
fact, ensurethe human and civil rights of personswith developmentaldisabilitiesto seek accessto
communityresources.

58 “The MetropolitanCouncil (1985) service Svstem Characteristics.Guidelinesand Criteria
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c.

D.

Criterion5. Fiscalpoliciesor incentivesshould not precludeindividualsfrom obtainingthe least restrictive
servicesappropriatefor them.

Acceptability is a measureof the degreeto which servicespromotegenuine opportunitiesfor communityin-
tegration,selfdirected choicesand reductionof dependency.

Guideline3.

Criterion 1.

Criterion2.

Criterion3.

Criterion4.

Criterion5.

Guideline4.

Criterion 1.

Criterion2.

Criterion3.

Criterion4.

A comprehensivearrayof communityservicesshould afford personswho are developmentally
disableduse of the same resourcesas, and regularcontactwith, nondisabledcitizens.

Servicesshouldprovidemanyopportunitiesfor individualchoices and options.

Servicesshould neverbe totallysegregatedin their physicalsettingsnor preventone’s regularin-
teractionwith nonhandicappedpeople.

The servicesystemshould includeboth formal and informalsupport networks.

public and privateservice providersshould assumeresponsibilityfor promotingpublic education
about the advantagesof communityintegrationfor the whole community in a mannerthat
minimizesnegativereactionsfrom the generalpublic.

Serviceprovidersshould be accountablefor reducingtheir clients’ dependenciesin termsof quan-
titativeor qualitativemeasures.

Casemanagementis an essentialkey to ensuringthat the servicesselectedfor consumersresult
in their increasedability to participate,even partially,in community life.

Casemanagementshould be comprehensiveand include lifelong planning, obtaining,providingor
developingindividualizedservicesand monitoringclient outcomesfrom servicesprovided.

Casemanagersshould keepthe consumer’sneedsparamountand select and monitorservices
that assistconsumersto grow in their ability to makedecisionsand expresstheir preferences.

Resourcesfor case managementshould be adequateto recruit, train and retaincase managers
who meetcompetencystandardsrelatedto developmentaldisabilitiesand commensuratewith
mandatedresponsibilities.

Casemanagementcaseloadsshouldbe allocatedon the basis of clients’ levelsof needwith a
maximumratio of 1:25for individualswho are severelyhandicapped.

Continuity is a measureof how servicesare providedto assurethat the earliest interventionand uninterrupted
support is availableas neededover the lifetimeof personswith developmentaldisabilities,

Guideline5. A lifelongplanningperspectiveshouldbe the basis for selectingpresentand futuregoals and in-
terim servicesneededby individualswith severe,chronic disabilities.

Criterion 1. Lifelongplanningshould begin at birth or as soon as a disability is suspectedor identified.

Criterion2. Lifelongplanning is not static but is subjectto continuingrevisionwheneverthe majorneedsof an
individualchange.

Criterion3. Lifelongplanningshould includeonly goals that reflectclient choices and that are directedto
achievingpresentand future skills that are valued by clients,their families and society,are age-
appropriateand are critical to functioningas a visible and participatingmemberof the community.

Criterion4. Public and privateservicepoliciesshouldpromotemovementof individualsto the least restrictive
settingneeded.
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E.

F.

Criterion5. As consumersmovethroughthe differentjurisdictionsthat provideservices,transitionshouldbe
facilitatedby establishingjoint responsibilitiesamong agenciesfor planning,servicefunding, refer-
ral and followupwithout major interruptionsin s:-rviceprovision.

Criterion6. Directprovisionof all majorservicesto an indi, ,..:ualby a single provideris not acceptableas a
meansto ensurecontinuityof services.

Cost is a measureof fiscal responsibilityand cost-containmentpractices.

Guideline6.

Criterion 1.

Criterion2.

Criterion3.

Criterion4.

Criterion5.

Criterion6.

Qualitv is a

Fundingpoliciesshouldaddressclient outcomesand providefiscal incentivesto usethe least
restrictiveservicesthat appropriatelymeetan individual’sneeds.

Costsshould be reimbursedonly for servicesthat meet individual needs,incorporatethe principles
that derivefrom the normalizationphilosophyand documentclient outcomes.

Fiscal incentivesshould rewardserviceproviderswho containcosts while offeringeffective
programs.

Fiscalpolicy should promotea gradationof interventionthat supplementswhat familiescan pro-
vide. Fiscalpolicy should support,not supplant,families.Fiscal policy should not result in serious
financialburdenson families.When families maintaincare of their developmentallydisabled
childrenat home,fiscal incentivesshould provideincome-taxcredits, financialsubsidies,respite
care,etc.

Preventionservicesshould be given high priority in budgetingdecisionssince numerousstudies
havereportedtheir cost-effectiveness.

Costsavingsfor a community-basedservicesystemcan come from reallocationof funds from the
institution-basedservicesas they are phaseddown, using the least restrictiveoptionsavailable,
promotingopportunitiesfor employmentof personswith developmentaldisabilitiesand changing
fiscal incentiveswhich restrictuse of less costly,but more appropriate,services.

Costsavingscan be realizedby fosteringa competitivemarketwhere new serviceproviders(in-
cludinggeneric serviceagencies)are encouragedto enter the system.

measureof whetherall servicesin the systemcontributeto a quality of life valuedby the person..
Quality servicesassisteach and everypersonwith developmentaldisabilitiesto exercisechoices-ona daily
basis; to establishmeaningful,personalrelationshipswith nonhandicappedas well as handicappedpeopleand
to developand maintaina positiveself-image.

Guideline7.

Criterion 1.

Criterion2.

Criterion3.

Criterion4.

Qualityservicesshould be comprehensiveand flexible enough to addressthe widevarietyof
needsof all personswith developmentaldisabilities.

A comprehensivedevelopmentaldisabilitiesservicesystemshould serve not only individualswho
are mentallyretardedbut also individualswith other categoriesof developmentaldisabilities.

Consumers’needs and preferencesshould take precedenceover service rules,organizational
practicesand fiscal policiesthat unduly restrictconsumerchoices.

Publicand privateserviceprovidersshould take responsibilityfor developingenvironmentsand
practicesthat allow consumersto makechoices,seek satisfyingrelationshipsand developa
positiveself-image.

Consumers,parents/guardiansand case managersshould requestserviceprovidersto be able to
documentthe specific meansto enableconsumersto maketheir own decisions.
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~ Criterion5.

Criterion6.

Criterion7.

Guideline8,

Criterion 1,

Qualityservicesshould keepcurrentwith advancesin technologyand shouldexceedrelevant
governmentalregulationssince these representminimumstandards.

Sincemasteryof advancesin servicetechnologiesis central to the provisionof effectiveservices,
it is incumbentupon servicepersonnelto acquirethe skills necessary to assuresuccessfulclient
outcomes.

Qualityassurancemechanismsin the developmentaldisabilitiesservicesystemshould includeex-
ternal as well as internalmonitoringof the civil and human rights of personsreceivingservices.
Participationof the generalpublic,as well as those with specific interests,on programadvisory,
humanrights and ethical practicescommitteesprovidesa more balancedperspectiveregardingin-
dividual rights and programpractices.

In order for consumersto havea quality servicesystemthere must be adequatecapacity to meet
identifiedneeds of the residentsin the regionwho are developmentallydisabled.

Public and privateserviceprovidersshould makethe developmentof adequateservicecapacitya
high priority.
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Appendix C

A Statement in Support of Families and
Their Children*
WHEREAS:

All children, regardlessof disability,belongwith families and need enduring relationshipswith adults;

and

Statesand agencieshavetraditionallynot supportedthe role of families in caring for childrenwith developmental
disabilities:

THEREFORE:

THESE PRINCIPLESSHOULDGUIDEPUBLICPOLICYTOWARDFAMILIESOF CHILDRENWITH DEVELOP-
MENTALDISABILITIES...AND THE A~lONS OF STATESAND AGENCIESWHEN THEY BECOMEINVOLVEDWITH
FAMILIES:

Every child should have the right to a permanent home and a stable relationship with one or more adults.

When statesor agenciesbecomeinvolvedwith families,permanencyplanning should be a guidingphilosophy.As
a philosophy,permanencyplanningendorseschildren’srights to a nurturing home and a consistentrelationship
with adults.As a guide to stateand agencypractice,permanencyplanning requiresfamily support,encourage-
ment of a family’s relationshipwith the child, family reunificationfor children placed out of home,and the pursuit
of adoptionfor childrenwhen family reunificationis not possible.

Family supports should build on existing social networks and natural sources of support.

As a guiding principle,naturalsourcesof support, includingneighbors,extendedfamilies,friends,and community
associations,should be preferredover agencyprogramsand professionalservice.When statesor agencies
becomeinvolvedwith families,they shouldsupportexistingsocial networks,strengthennaturalsourcesof support,
and help build connectionsto existingcommunityresources.When naturalsourcesof supportcannotmeet the
needs of families,professionalor agency-operatedsupportservicesshould be available.

Family supports should maximize the family’s control over the services and supports they receive.

Familysupportservicesmust be basedon the assumptionthat families,rather than statesand agencies,are in
the best positionto determinetheir needs.

Family supports should support the entire family.

Familysupportservicesshould be definedbroadly in terms of the needsof the entire family, includingchildren
with disabilities,parents,and siblings.

Family support services should encourage the integration of children with disabilities into the community.

Familysuppori servicesshould be designedto maximizecommunityintegrationand participationin communitylife
for childrenwith disabilities.

I 62 ●Center On Human Policy,Syracuse University,724 ComstockAv., Syracuse.NY., 13244-4230, 1986
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When children cannot remain with their families for whatever reason, out-of-home placement should be
viewed initially as a temporary arrangement and efforta should be directed toward reuniting the family.

Consistentwith the philosophyof permanencyplanning,childrenshould live with their familieswheneverpossible.
When, becauseof family crisis or other circumstances,children must leavetheir families,effortsshouldbe
directedtowardreunitingthe family.

When families cannot be reunited and when active parental involvement is absent, adoption should be
aggressively pursued.

In fulfillmentof each child’s right to a stable family and an enduring relationshipwith one or more adults,adoption
should be pursuedfor childrenwhose ties with their families havebeen broken.Wheneverpossible,families
should be involvedin adoptionplanningand, in all cases,should be treatedwith sensitivityand respect.When
adoption is pursued,the possibilityof “open adoption,”wherebyfamilies maintain involvementwith a child, should
be seriouslyconsidered.

While a preferred alternative to any group setting or out-of-home placement, foster care should only be pur-
sued when children cannot Iivs with their families or with adoptive families.

After families and adoptivefamilies,childrenshould havethe opportunityto live with foster families.Fosterfamily
care can providechildrenwith a home atmosphereand warm relationshipsand is preferableto groupsettingsand
other placements.As a stateor agencysponsoredprogram,however,foster care cannot guaranteechildrenthe
continuityand stabilitythey need in their lives.While fosterfamilies may be called upon to assist,support,and oc-
casionallyfill in for families,foster care should not be viewedas an acceptablealternativeto fulfilling eachchild’s
right to a stablehomeand enduring relationships.

(g::r~te

New York.
committed

principlesare reprintedfrom a statementdevelopedat a Policy Institutein June 1988,sponsoredby the
HumanPolicy’sResearchand TrainingCenteron CommunityIntegration,locatedat SyracuseUniversityin
The PolicyInstituteincludedparents,peoplewith disabilities,professionalsand stateand nationalleaders
to communityintegration.) - -
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Appendix D

Options Policy on Quality of Life*
Introduction

The missionof Options in CommunityLiving is to providesupport and coordinateservicesto enableadultswith
developmentaldisabilitiesto live on their own in small, integratedcommunitysettings.The agencyworkswith people
to help them maketheir own choicesand reachtheir own goals,with support availableas often and for as long as it
is needed.

Becauseour clients rent their own apartmentswhich are not subject to licensing,any governmentregulations,or
agencycontrol,Optionsfelt a responsibilityto developquality-of-lifestandardsthat apply to peoplewho live in apart-
ments or other similar communityresidences.We maintainthat the expectationsfor quality of life for personswith
disabilitiesshould be the same as those for othermembersof the community.Supportmust then be providedon an
individualizedbasis to help our clients achievethesestandards.

The purposeof this documentis three-fold.First, it servesto providestaff with standardsfor evaluatingan Options
client’s well-beingand for identifyingareaswhere interventionis needed.Secondly,it providesthe agencywith
guidelinesfor determiningwhich individualsor groupsare best servedby this service model.Thesestandardsare
not intendedto be used as entrancecriteria, but ratheras a general frameworkfor assessingcommunityliving
needs.

The third purposeis to communicateto our consumers,their families,advocates,and professionalsthe principles
that guide our services.We encourageopen dialoguewith our consumersand other interestedpartiesabout these
principlesand howthey are implemented.

The policy addressesnine major aspeotsof communityliving. Each area is divided into two sections:1)a list of
those conditionsthat we feel must exist to ensurethat peopleare not at risk in the community,and 2) a list of fur-
ther conditionsthat Optionswill activelypromoteto help its clients achievea valued lifestyle.It is anticipatedthat
some peoplewill need intensiveand long-termsupportto maintainthese standards.

A final commentmust be made about the implementationof this policy.We believethat the responsibilityfor quali-
ty of life is sharedby serviceproviders,the consumer,and significantothers.Options’servicesare voluntaryand we
will activelypromote,but cannotenforce,thesestandards.We respectthe right of our consumers,with supportfrom
their familiesand advocates,to assumeresponsibilityfor their life decisions.

L Autonomy/Choice

A. Conditionsthat must exist to ensurethat a personwill not be at risk in the community:

1. The personhas opportunitiesto makedecisionsand expresspreferencesin all areasof life.The right to
makethese decisionsshall be respectedby others in the person’slife (e.g.sewice providers,parents,
roommates).The personalso has the right to refuse interventionsinitiatedby providers.

2. The personhas methodsof expressingpreferencesand a methodof acting uponthese preferencesin
all areasof life. For example,a personwho has a physicaldisability and is nonvocalmight use a com-
municationboard to expresspreferencesand havea personalcare attendantto act on those
preferences.Preferencescan be expressedin nonverbalways,such as by a change in behavior.

3. The personhas accessto informationand experiencesthat assist the person in makingdecisionsabout
his/her life.

4 The personhas people in additionto serviceprovidersfor support and informationneededto make
decisionsabout hiS/herlife (e.g.family,friends).
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Il. Personal Income

A. Conditionsthat must exist to ensurethat a personwill not be at risk in the community:

1.

2.

The personhas a stablesourceof incomethat coversbasic living needs, includingshelter,food,
transportation,clothing.

There is effectivemanagementof this incometo ensurethat basic needsare met. (Supportcan be pro-
vided when neededthr~ugha double-signaturebank account, representativepayeeior assistancewith
budgeting.)

B. Conditionsthat will further promotea valued lifestyle:

1.

2.

3.

4.

There is sufficient incomefor itemsand activitiesthat enrich one’s life experience,such as vacations
and other leisureactivities,homedecorations,and items that enhanceone’s personalappearance.

The person is able to participateas fully as possible in decision-makingabout the use of personal
incomethroughthe developmentof moneyand budgetingconceptsand valuesthat encourage
financial responsibility.

The personcan maximizeincomethroughwise investmentsand purchases,and through subsidiesfor
which the personis eligible.

The personhas a meansof earning incomethroughemploymentas a supplementto or in placeof
governmentbenefits.

Ill. Housing

A. Conditionsthat mustexist to ensurethat a personwill not be at risk in the community:

1.

2.

3.

The personhas housingthat meetscommunitybuilding codes, is secureand has adequateheat,water
and electricity.

The personhas the basic furnishingsnecessaryfor daily living, includinga bed, chairs,table and
lighting.

The person lives in a neighborhoodwhereS/hefeels safe and where there is accessto needed
resources,

B. Conditionsthat will further promotea valued lifestyle:

1. The interior and exteriorof the homeis maintainedin a safe, clean and attractivefashion.

2. The person is able to exercisecontrolover the home environment,includingthe choiceof location,per-
sonalizedfurnishingsand decor,and controlof temperatureand lighting.

3. The home furnishingsare attractiveand complete.

4. The person is able to havemaximuminfluenceover his/her housingsituationthroughsuch meansas
participationin a tenant association,cooperativehousingor homeownership.

65



Appendix

IV. Physical and Mental Health

A. Conditionsthat must exist to ensurethat a personwill not be at risk in the community:

1. The person’shealth is maintainedthroughadequatenutrition,exercise,safe behavior,medicalmonitor-
ing, and appropriatemedicationswhen needed.

2. The personreceivespromptand up-to-datetreatmentfor physicaland mentalhealth problems.

3. The personemploysa personalcare attendantif his/her physicaldisability limits the person’sability to
provideself-care.

B. Conditionsthat will further promotea valued lifestyle:

1.

2.

v. Safety

The personhas establishedrelationshipswith and easy accessto healthcare providers(e.g.physicians,
nurses,dentists,counselorsand therapists)who knowthe personand monitorhis/herhealthneedson
an ongoing basis.

The person’slifestyleencourageswellness.For example,the personeats nutritiousmealson a regular
scheduleand maintainsan appropriateweight; does not smoke;does not drink in excessor use drugs;
has coping mechanismsto relievestress;has people to provideemotionalsupport.

A. Conditionsthat must exist to ensurethat a personwill not be at risk in the community:

1. Potentialdangers in the person’senvironmentare minimized.For example,his/herhome is free of fire
hazardsand is lockedand secure;the persondoes not walk alone on dark streetsat night.

2. The personreceivespromptand appropriateemergencyserviceswhen needed,such as police,fire
department,ambulance,crisis line.

V1. Appearance and Hygiene

A. Conditionsthat must exist to ensurethat a personwill not be at risk in the community:

1. The personminimizesheaith-relatedproblemsthrough adequatepersonaihygieneand clothingchoice
that are appropriatefor weatherconditions.

2. The personmaintainsacceptablehygieneand appearanceso as not to restrictwheres/he can live,
work and socialize.

B. Conditionsthat wili further promotea valued iifestyle:

1, The personhas a choiceof attractiveclothing for differentoccasions.

2. The personmaintainshis/herhair in a mannerthat is becoming.

3. The person’shygieneand appearanceserve to enhanceself-esteem.
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V1l. Relating with Others

A. Conditionsthat mustexist to ensurethat a personwill not be at risk in the community:

1. The personhas the meansto communicateon a daily basis with prima~ people in his/her life. (This
may includespeech,signingand adaptivedevices.)

2. The personhas support people,includingOptionsstaff,with whom s/he is able and willing to
maintaincontact.

B. Conditionsthat will further promotea valued lifestyle:

1. The personhas the meansof communicatingin such a way that encouragesinteractionswith other
membersof hislher supportsystemand community(e.g.,clarity,assertiveness,appropriateaffect).

2. The personhas supportiverelationshipswith family membersthat encourageindependence.

3. The personhas relationshipswith friendsand peers that providecompanionship,intimacyand support.

4. The personhas the opportunityto responsiblyengage in sexual relationshipsand marriagebasedon
his/herpersonalbeliefsand values.

5. The person’srelationshipsincludepeoplewho are nondisabled.

Vlll. Meaningful Activities

A. Conditionsthat must exist to ensure that a personwill not be at risk in the community:

1. The personhas a daily routinethat is designedaround his/herneeds and capabilitiesand that
resemblesas closelyas possiblea typical adult routine.Such a routine is likely to includevocational,
domesticand leisureactivities.

B. Conditionsthat will further promotea valued lifestyle:

1. The person’sactivitiesprovideopportunitiesfor personalgrowthand increasedlife satisfaction.

2. The personreceiveswagesfor work.

3. The persontakespart in culturallyvalued leisure activities,such as parties,trips, concertsand shows.

4. The person’sactivitiestake place in communitysettingsthat are integratedwith nondisabledpeople.

5. The personhas the meansof developingand achievingshort-termand long-termgoals (e.g.,voca-
tional planning,vacations,retirement).

lx. Mobility

A. Conditionsthat must exist to ensure that a personwill not be at risk in the community:

1. The personhas the meansto moveabout his/herhome and communityenvironments
necessaryto satisfybasic needs.

B. Conditionsthat will further promotea valued lifestyle:

to the extent

1. The personhas physicalaccessto a wide range of communityresourcesfor work, leisure,shopping,
etc. Modesof transportationcan includebus, car,bike,walking,vehiclesequippedfor wheelchairs.

2. The person,when needed,has adaptivedevicesthat will enhancemobility,such as a cane,motorized
wheelchair,three-whee!bike.

67



Armendix

Appendix E

Quality Assurance in Community
Mental Retardation Programs*
Definition of Quality:

The definitionthat followsis intendedto providea point of referencefor designingand managingcommunity
mental retardationprograms.It is also intendedto providea foundationfor assessingand evaluatingtheseprograms.
The numberedstatementsbelowdescribethe majorityof conditionsthat, if presentin communitymentalretardation
programs,are likely to indicatehigh quality.Thesewere derivedfrom the work of major accreditingbodiesand are
intendedto be subjectto quantitativeassessment(thoughthey are not themselvesnecessarilyassessmentstan-
dards). Hyphenatedstatementsfollowingmanyof the numberedstatementsare includedto illustratethe meaningof
the numberedstatements.They do not comprehensivelydefine it.

Optimal quality in communitymentalretardationprogramsis best evidencedby client development,growthand
satisfactionresultingfrom servicedelivery.Servicesystemsare most likely to attain optimal quality when:

1. CLIENTSACHIEVEMAXIMALGROWTHAND DEVELOPMENTas evidencedby:
. improvedadaptivebehavior

enhancedpersonaland social development
. increasesin independentbehavior

2. CLIENTSARE SATISFIED,evidencedby:
. personalcontentment;happiness
. the presenceof warm relationships(i.e.,positiverelationshipswith people in the community)
. participationof clients and families in public reviewof servicedelivery

3. CLIENTSHAVEOPPORTUNITIESTO EXERCISECHOICEIN ALL LIFE DECISIONS

4. CLIENTSPARTICIPATEFULLYIN ALL ASPECTSOF SERVICEDELlVERYby:
. servingas membersof boardsand committees

participatingas membersof their own interdisciplinaryteams
. havingopportunitiesfor preplacementvisits to assurefull participationand informedchoice

5. CLIENTSACHIEVEFULL CITIZENSHIPIN THEIR COMMUNITIESby:
valuedsocial participationin communityaffairs

- havingmaximalopportunitiesto exercisethe rights and responsibilitiesof citizenship
receivingadvocacyservicesas neededor requested

6. CLIENTS’SERVICESARE PLANNEDAND IMPLEMENTEDIN A COORDINATEDFASHIONby:
establishingan interdisciplinaryteam, includingappropriateprofessionals;the client and his or her
parent, friend or advocate;serviceand disciplines relevantto identifyingthe client’s needs

. identifyingprogramsto meetdocumentedneeds,regardlessof immediateavailability

. the assignmentof a single personresponsiblefor coordinatingand monitoringthe implementationof
each client’s individualplan

. implementingneededprogramsin the least restrictivesetting

. developingan individualprogramplan for each client composedof goals and objectivesdevelopedby
an interdisciplinaryteam in accordancewith assessedneeds

. ensuringthat each client’s programplan is reviewedby an interdisciplinaryteam at leastannually

7. EACHCLIENTRECEIVESTHE FULLADVANTAGEOF APPROPRIATEGENERICSERVICESBEFORE
SPECIALIZEDSERVICESARE USED

8. CLIENTSARE SERVEDIN THE LEASTRESTRKXIVEMANNERAPPROPRIATETO THEIRINDIVIDUAL
NEEDS
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9. CLIENTSACHIEVEFULL SOCIALAND PHYSICALINTEGRATION

10. CLIENTS’HEALTHAND SAFETYARE FULLYASSUREDby:
- guaranteeingthat all personnelservingclients are licensed,certifiedor registeredin accordwith ap-

plicable laws and regulationsgoverningservicesto the generalpublic
- guaranteeingthat each servicecomponentis licensed,certifiedor approvedas requiredby the ap-

propriatestateor federalauthorities

11. FAMILIESAND ADVOCATESHAVEAN AC!7VEAND VALUEDROLE IN ALL ASPECTSOF SERVICE
DELlVERY

12. AN INFORMEDAND ACHVE CITIZENRYSUPPORTSAND MONl17)RSSERVICEDELlVERY.This is
achievedwhen:
. fraternal,civic and social organizationsinclude personswith mental retardationas valuedmembers
. businessand industrytake affirmativesteps to employ personswith mental retardation
- programsof communityawarenessfosteracceptanceof personswith mental retardationand facilitate

their integrationinto the community
. nonpaidpersonalrelationshipsare fostered
. all significantdecision-makingprocessesand serviceprogramsare open to full appropriatepublic

review
communityleadersand other citizensare formally recognizedfor their participationand supportof new
programdevelopments

13. COMPETENTPERSONSADMINISTERAND PROVIDESERVICES.This is accomplishedby:
. identifyingprerequisiteskills and abilities
. supportingsystematicprogramsof in-servicetraining and careerdevelopment
. establishingworking relationshipswith human resourcetraining programs
. establishingrelationshipswith collegesand universities

14. ANNUALEVALUATIONOF EACHCOUNTYMENTALRETARDATIONPROGRAMIS CONDUCTEDin order
to
.
.

.

.

.

.

.

assess:
the designof the system
approachesto solvingproblems
degreeof integrationwith ongoingprogramswithin the system
resolutionof conflictingpoliciesand practices
resolutionof unnecessaryduplicationor unevendistributionof services
the need to simplifyand combineadministrative,operationaland funding procedures
clients’ needs in order to establishpriorities
performanceagainststatedgoals and objectives

15. POLICIESAND PROCEDURESARE STRUCTUREDTO TAKEFULL ADVANTAGEOF EXISTINGCOM-
PETENCEAND EXPERTISEIN ORDERTO PROPAGATEBENEFIT10 UTHERS(CROSS-
FERTILIZATION)by:
. expressingall policies,procedures”and evaluationresults in common(non-technical)language
. arrangingfor evaluationby professionaland nonprofessionalpeerswho are not involvedin that coun-

ty’s servicedeliverysystem
. openly sharingall descriptiveand evaluativeinformationwith all participantsin the communitymental

retardationsystem
. arrangingfor regularand systematicconsultationby personsfamiliarwith other communitymental

retardationprograms
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Appendix F

The ‘Why Question3 in Educational
Programs for Students Who Are
Severely Intellectually Disabled*

The report by Dr.Lou Brownand associatesrecommendedcriteria to be used when deciding the contentof
instructionfor studentswith developmentaldisabilities.The followingmaterialadapts these criteriaso they may be
applied to other servicesas well as to education.

The content of instructionshould be:
● needed now or in the future in order to live in an integratedsociety,
s preferredby the individuals,
. valuedby parentsand the community,
. chronologicallyage appropriate,and
. functional(i.e.so essentialan actionthat, if the personcannot do it, someoneelse would haveto do it for

the person).
The contentshouldalso addressskills and behaviorsthat improvethe individual’spersonalsatisfaction,physical

well-beingand communitystatus.
An integrationapproachemphasizesnot only what servicesshouldteach, but also how servicesare provided.The

“how” or strategieswe use haveseveraldimensions:
● who teachesthe content
● where teachingoccurs
● when it occurs

what materialsare used.
Who”refers not only to programpersonneland parentsbut also to whomeverelse a personwith severehandicaps

comes in contactwith. Parentsand staff are alwayssymbolsof authoritybecause in their roles they mostoften are
directingor supervisingpersonswith severehandicaps.In segregatedor insulatedservices,the person’s
chronological-agepeersare other handicappedpeople.

A primaryway of learning in childhoodis by imitatingthe actionsof others.As peoplegrow to adulthoodthey find
other meansto learn. The personwho is a severelylimited learner is almost totally dependenton the imitation
model. Thereforeexpandedassociationwith and imitationof personsof their own chronological age,who are not
handicappedand who do not representauthorityfigures is consideredan excellentway of learningappropriate
behaviorsand skills and a good integrationpractice.

Where teachingoccurs is another importantfactor in acquiringappropriateskills and behaviorsneededin an in-
tegratedsociety.Althoughsome highly technicalmethodsexist,few parentsand service personnelknowhowto
teach skills and behaviorsso that personswith severeimpairmentscan transferwhat they learnedin one settingto
anothersimilar settingor situation.

Integrationprinciplesproposeteachingskills and behaviorsin the naturalsetting where they will reallybe used.
For example,trainingfor job skills in a segregatedor insulatedfacility does not effectivelypreparea personto deal
with interruptionsor problemsthat may occur in a real job situationwhere other employeesare not handicapped.
The naturalsettingalso offersothers in the communityoppotiunitiesto becomeawareof the manycommonhuman
qualities of personswith severehandicapsthat are more importantthan their limitation.

Toddlersand school-agechildrenwho only use “special facility” playgroundslose the opportunityto associatewith
their nonhandicappedpeers.Parentswho accompanytheir nonhandicappedchildren to playgroundsor cometo the
school functionsmiss an opportunityto get to knowor see childrenwith severehandicapsas childrenwho loveto
play or attendschoolor as havingcommon humantraits.Those parentsmay be the public officialsand ad-
ministrators,teachers,bus drivers,police officers,landlords,etc.,of today.Their children will be takingon those roles
in the future.The impactof having integratedsettingsis beneficialfor both those who are severelyhandicappedand
those who are not.
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When servicesare providedis another factorto be examined.The normal rhythmof daily activitiesor the time
schedulesobsewed by peoplewithout handicapsshouldbe the standardwhen arrangingthe activitiesof a person
with severehandicaps.If a person is workingat times other than a regulardaytimeshift or five mid-weekdays,then
the schedule in the person’shome shifts accordingly.When a personwho is developmentallydisabledhas to work
eveningsor weekends,correspondingaccommodationsshould be made in the arrangement.

If an adult with severehandicapsattendsa developmentalachievementcenter,supportedemploymentoppor-
tunities in communitybusinessesshould be madeavailable.But such employmentcannot be maintainedif there is
no flexibility to accommodateevening,weekendand holidaywork, which is often the type of entry-leveljobs available
for personswith severehandicaps.

What (materials,settingsand equipment) is used in teachingskills and behaviorsis also important.Are the set-
ting, materialsand equipmentused typical for nonhandicappedpersonsof the same chronologicalage?

This is an especiallyimportantfactor for adults.Teachingtexture,discriminationand acquisitionof fine motorskills
to adults by using differentcoloredpiecesof wood shapedas squares,triangles and circles has little to do with skills
a person needs for essentialliving tasks.Using a fork, a plate and a cup to set a table providessimilardiscrimina-
tion practiceand fine motorexercisesbut it is directly relatedto a neededadult skill. Teachingthis at breaktime or
at lunch time in a day programor at breakfastor dinner time in the person’shome is also consistentwith use of nor-
mal time schedulesand naturalsettingwhere the skills will be needed.

Reinforcersusedto rewardor motivatepersonsshouldalso be similar to those used by or for personswithout
handicapsbut in the sameage group. Using “M and M’s” or cookiesare not what you would expectas a reward
from one adult to anotheradult to let the personknowthe actionwas very nice or the correctthing to do. Creativity
can identify other immediatereinforcerssuch as giving a flower,taking a Polaroidsnapshotof the person,giving a
pleasing picture for the person’sroom,etc.

Delayedreinforcersmay includea visit with one’sadvocate,friends or family to an art or craft exhibit,or plantinga
flower in the person’shomegardenor in a flowerpot that the individualcould keep in his/her roomat home.
Somewherein the past the adult was taught the candy/cookiereinforcementbehavior.Acceptingage-appropriaterein-
forcerscan also be taught.

Dr. Brown’slist also mentionsother relatedfactorsthat should be considered:
. Is the learningtime neededto acquireskills and behaviorreasonable?
. Will manyopportunitiesto practicethe skills and behaviorsbe available?
. Will acquisitionof these new skills and behaviorsopen new opportunitiesfor the personto enjoya wider

rangeof experiences?
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Appendix G

Minnesota Case Management
Appeal Procedures

The concihtion conference k an informalway for the individualand family to expressdissatisfactionabout their
case managementservicesor the inadequacyof other services.A letter stating the problemand requestinga con-
ciliation conferenceshould be sent to the county.Usuallythe individual,the case manager,the countysupervisor
and a representativeof the MinnesotaDepartmentof HumanServicesattendthe conference.

Whoeverrequeststhe conferenceshould provideinformationon what the problem is, examplesof the problem,
and what the county is expectedto do to correct it. A written list is helpful.At the conference,the countyand those
who requestedthe meetingwill discussthe problemand probablyreach a decision then or later.The county must
communicateits decisionwithin 30 daysof the dateof the conciliationconference.

If there is still dissatisfaction,or if the county has not respondedin 30 days,then a socia/ service appeal may be
filed within 90 daysof the conciliationconference.

The social serviceappeal is a more formal process.It usuallycoversproblemssuch as a suspension,reduction,
denial or terminationof services,or failure of the countyto act within specifiedtimelines.A written requestfor this
appeal should be sent to the county.The appeal is heard by a refereewho issuesa recommendationwhich is sent
to the commissionerof the MinnesotaDepartmentof HumanServices.The appeal recommendationhas to be issued
as a final order by the commissionerwithin 60 daysof the requestfor an appeal. If the commissionerdoes not ac-
cept the referee’srecommendedorder,a final order must be issuedwithin 90 days of the requestedappeal.
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Appendix H

Guardianship in Minnesota
The purposeof a guardianshipis to insurethat appropriatedecisionsare made for personswho are unableto

make decisionsfor themselves.This is true for both minorsand adult personswho are deemedincompetent.The
critical factor is that the personmust be unable to makeresponsibledecisionsfor him or herself.

In Minnesotathere are three types of guardianship:
. Commissioner’s(state)guardianshipfor dependentand neglectedchildren.This involvesa stateagencyacting

as guardianfor childrenwhose parentalrights havebeen terminated.The commissionerdelegatessupewision
and the majorityof consentsto local social serviceagencies.This guardianshipends at age 18.Commis-
sioner’sguardianshipfor dependentand neglectedchildren is governedby MinnesotaStatutes,sec.260.242,
as an effectof MinnesotaStatutes,sec.260.241.

● Commissioner’s(state)guardianship/conservatorshipfor mentally retardedadults.This involvesa stateagency
acting as guardianfor mentally retardedadultswho typicallydo not have family or friends to act on their
behalf.The majorityof powersof the guardianhavebeen delegatedto the local countysocialworker.Commis-
sioner’sguardianshipfor mentallyretardedadults is governedby MinnesotaStatutes,sec. 252, the Mental
RetardationProtectionAct.

● Privateguardianship/conservatorship.This involvesa privateparty,such as a relativeor close friend,assuming
the role of guardian.Privateguardianshipis generallyconsideredless restrictivethan public guardianship.
This type of guardianshipis governedby MinnesotaStatutes,sec. 525.539to 525.61.

The privateguardianshiplaw allowsthe county to act as guardianfor those vulnerableadults in dangerof serious
abuse or neglect.This has been typically usedfor older persons.Also a few corporationsin Minnesotaprovideguar-
dianship servicesfor variouspopulations.

A guardian may be an individual,organization,or stateagencyappointedby a court and given the authorityto
make decisionson behalf of a persondeterminedby a court to be legally incompetent.A ward is a personfor whom
a guardian has been appointed.

Conservatorshipin Minnesotais a limited form of guardianship.In other states it may only refer to a guardianof
the estate.Conservatorshipin Minnesotarestrictsonly those portionsof the rights as stated in the court-orderedwar-
rant of conservatorshipcommitment.It does not take awaya person’sfundamentalcivil right to vote and does not
deem the persona legally incompetentperson.A conservateeis a person for whom a conservatorhas been
appointed.

Guardianship/consewatorshipresults in either total or partial loss of rights and decision-makingpowerfor the per-
son. This meansthat the individual’sneeds must be paramountin the decision to seek guardianship.

Guardianship/conservatorship,when used improperly,may result in a total denial of the rights of the person.For a
pereonwith slightly impaireddecision-makingskills, the loss of all of those rights might be unthinkableunlessthere
is a demonstratedneed for protectionwhich is substantiallymore importantfor the welfareof the personthan the
loss of such rights.

In contrast,the loss of such rights for individualswith significantlyimpaireddecision-makingskills may involveno
real loss since they would not actuallybe exercisingthese rights,Their need for protectionmay be muchmore im-
portant for their welfarethan retentionof legal capacity.A properlyaffirmativeguardianshipprovidesa meansby
which rights may be asserted.

Guardianshipis not necessarilythe only solutionto problems.Beforeseekingguardianship/conservatorship,there
should be a compellingreasonwhich is in the best interestand welfareof the person,and the advantagesshould
clearly outweighthe disadvantages.

(The aboveinformationwas providedby KayC. Hendrickson;Public GuardianshipAdministrator;QualityAssurance
and ProtectiveServices;FourthFloor,CentennialOffice Building;St. Paul, MN 55155.)
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Appendix J

An Associational
ARTISTIC ORGANIZATIONS:

BUSINESS ORGANIZATIONS:

CHARITABLE GROUPS AND DRIVES:

CHURCH GROUPS:

CIVIC EVENTS:

COLLECTORS GROUPS:

COMMUNITY SUPPORT GROUPS:

ELDERLY GROUPS:

ETHNIC ASSOCIATIONS:

HEALTH AND FITNESS GROUPS:

INTEREST CLUBS:

LOCAL GOVERNMENT:

LOCAL MEDIA:

INTEREST GROUPS:

MUTUAL SUPPORT (SELF-HELP) GROUPS:

NEIGHBORHOOD AND BLOCK CLUBS:

OUTDOOR GROUPS:

POLITICAL ORGANIZATIONS:

SCHOOL GROUPS:

SERVICE CLUBS:

SOCIAL CAUSE GROUPS:

SPORTS LEAGUES:

STUDY GROUPS:

VETERANS GROUPS:

YOUTH GROUPS:

Map*
choral,theatrical,writing

chambersof commerce,neighborhoodbusinessassociations,
trade groups

Red Cross,CancerSociety,UnitedWay

service,prayer,maintenance,stewardship,acolytes,men’s,
women’s,youth, seniors

July 4th, art fair, Halloween

stampcollectors,flower dryers,antiques

“friends” of the library,nursing home,hospital

seniorcitizens

Sonsof Norway,Black HeritageClub, Hibernians

bicycling,jogging, exercise

poodleowners,old car owners

town, township,electoralunits, fire department,emergencyunits

radio,newspaper,local accesscable TV

cultural,political, social, educational,vocational

AlcoholicsAnonymous,Epilepsyself-help,La LecheLeague

crime watch, beautification,Christmasdecorations

gardenclubs, AudubonSociety,conservationclubs

Democrats,Republicans,caucuses

printingclub, PTA,child care

Zonta,Kiwanis,Rotary,AmericanAssociationof University
Women

peace,rights,advocacy,service

bowling,swimming,baseball,fishing, volleyball

literaryclubs, bible study groups

AmericanLegion,Amvets,Veteransof ForeignWars,their
Auxiliaries ,

4H, Future Farmers,Scouts,YW/MCA
I

●Compiled bv John L. McKnight, NorthwesternUniversity Center for Urban Affairsand PolicvResearch. E I



Appendix

Appendix K

TEST YOUR IQ
Integration Quotient for Organizations
Serving People with Developmental
Disabilities*
ADMINISTRATION YES NO

1.

2.

3.

4.

5.

Doesyour organizationhavea written policy,positionor missionstatement
affirmingthe valueof communityintegrationfor the individualsit serves?

Has your organizationprovidedin-servicetraining on integrationvalues,principles,
and practicesin the past year to:

a. Administrativestaff?
b. Supervisoryand direct-carestaff?
c. Boardof directors?
d. Clients’ families?
e. Organizationvolunteers?

Doesyour organizationprovideup-to-dateinformationon integrationresourcessuch as
noticesof relevantconferences,workshops,presentationsby leading-edgeprofessionals
or recentbooks,journal articles,studies,and reportswhich feature integrationconcepts,
principlesand practices,and other state-of-the-artmaterials?

Doesyour organizationprovidespaceon the premises(e.g.,a library,resourceroom,
bulletin board,or shelves)to displayor circulatenotices,articles,or bookson
integration?

Does vour organizationprovidetangible incentives{time off, registrationfees,
promotions,~age increases)to enc~urageprofessionaldevelo~mentto keep”current
with new ideas in the field?

CLIENTS

6. Doeseach of the clientsyou servehavean IndividualPlan (Program,Habilitation,
Educationor WrittenRehabilitation)that addressesbasic human needs?

a. To improvepersonalstatus,the plan should include activitiesdesignedto
enhanceself-image,abundantopportunitiesto makechoices,and skills
to re‘oce dependenceon othersfor self-care. —.

b. To increasecomrnurifystature,the plan should include activitiesthat are
generallyvaluedby membersof societywho are not disabled.Typical
communityactivitiesincludegettinga library card and using it, shopping
as individualsratherthan in groups,going to regulareducationclasses
with other childrenor adultswho are not disabled.
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YES

7. Do each of your clients haveat leastfour sociallyvalued roles such as:

a.

b.

c.

d.

Horneownefitenant,or roommate(not facility resident)?

Communityvohmteer or memberof a local club or group for peoplewho
are not disabled?

Recreationalor leisurerole,e.g.,a participantor spectator in communitysports,
a library card owner?

A student in the local schoolor in regularadult educationor vocationaltrainirm
classes,an ernp/~e in a business~ith a majorityof coworkerswho are not “
disabled,a friend or companion of at least two peoplewho are not disabled
other than family and staff?

ENVIRONMENT

NO

8. Do the environmentsin which your clients spendmost of their time reflect:

a.

b.

c.

d.

e.

f.

Aftitudes that affirm they havepotentialto growthat has yet to be
developedregardlessof their past performance? ——

Expectations that are high, demandhigher achievementsthan past
experiencewould predict,and recognizethat the limitationsof their
environmentshaveheld them back more than their disabilities?

Age-appropriate settings,training materials,and equipment?

Cornnwnity-referenced skills and behaviortraining?

Functiona/ tasksand activitiesthat are expectedand valued by the
communityfor personstheir age?

/ndividua/ized approachesthat are in a naturalproportion(ratioof
personswith disabilitiesto thosewho are not disabled)in living,
learning,working,and social arrangements?

——

——

——

—.

——
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