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MISSION

The mission of the Minnesota Governor’s Council on Developmental Disabilities is
to work toward assuring that persons with developmental disabilities receive the
necessary support to achieve increased independence, productivity, and integration
into the community. Accordingto the DevelopmentalDisabilitiesAssistanceand Bill
of Rights Act (P.L. 103-230)each state “shallestablishand maintaina State Develop-
mentalDisabilitiesCouncil . . . to promote, through systemicchange, capacitybuild-
ing, and advocacyactivities(consistentwith section 101(c)(2)),the developmentof a
consumerand family-centeredcomprehensivesystemand a coordinatedarray of cultur-
ally competentservices, supportsand other assistancedesignedto achieve independ-
ence, productivity,and integrationand inclusioninto the communityfor individuals
with developmentaldisabilities.”

Guidingconceptsand principlesfor enablingpeople with developmentaldisabilitiesto
achieveincreasedindependence,productivity,and integrationinto the communityin-
clude:

“ Neighborhoods and communities must be encouraged to include
people rather than to exclude their members. This vision of
communityempowersordinary citizens to offer each other personal
supportand assistancewhich makeseveryone’sinvolvementin com-
munitylife possible. Thus, people with disabilitiesare not only
present but are also activelyparticipatingin regular communitylife.

“ Each person is a unique individual, having worth, no mat-
ter what the degree of disability. Personalautonomyis to be
promoted;and every effort shouldbe made to encourageself-
determination. This includesmaximizingopportunitiesfor each
individualto developand exercisecompetenceand to make
choices in the pursuit of a personal future.

● All communities depend on the capacity of people--on their full-
ness, on their possibility. The creationof the sense of community
is built upon the capacityof individualsservedand not on needs.
Formal and informalsupportswill be provided so that people with
developmentaldisabilitiescan participatein the same settingsused
by other people. For children, this meanssupportingfamilies
whethernatural, adoptive,or foster; all childrenbelong in families.
For adults, this meansdevelopingthe servicesand supports they
need to live in real homes, work in red jobs in typical work set-
tings, and to participatein regular communityactivitiesalong with
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familymembers,neighbors,and friends. The developmentof good
interpersonalrelationshipsis basic to healthyliving.

The purposeof this documentis to present a set of positionstatementson federaland
state issues. These positionstatementsare based on the work of the AmericanAsso-
ciationon MentalRetardation(AAMR),the Associationfor Retardedcitizens--United
States (ARC--US),the NationalAssociationof DevelopmentalDisabilitiesCouncils
(NADDC),and the Associationfor Personswith SevereHandicaps(TASH).

The positionstatementsare organizedalphabetically.
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POSITION STATEMENTS

ACCESSIBILITY

The MinnesotaGovernor’sCouncilon DevelopmentalDisabilities(hereafter, Council)
supportsbarrier-freeenvironmentsand strong enforcementof applicableaccess-related
state and federalbuildingcodes.

ACOUIRED IMMUNE DEFICIENCY SYNDROME (AIDS)/HIV
Approved: Public Policy Committee Meeting, February 2, 1994
Approved: Minnesota Governor’s Council on Developmental

Disabilities, April 6, 1994

AcquiredImmuneDeficiencySyndrome(AIDS)is a major health problem. Individ-
uals with developmentaldisabilitiesmay be affectedand, in addition, those individuals
who contract the diseaseare considereddisabled.

Specificareas of concern to the MinnesotaGovernor’sCouncilon Developmental
Disabilitiesare:

~: Public educationprograms must be provided regarding
safe sexualpracticesand the dangersof intravenousdrug use at a level
appropriateto persons with developmentaldisabilities. In addition,
public educationprogramsmust attempt to reduce the number of infants
born to motherswith HIV since most of thesechildren will be develop-
mentallydisabledand will succumbto the disease.

Testing: The indicationsfor HIV testingand the use of the results
must be the same for all other individualsand in accordancewith the
current federal and state regulations. Confidentialitymust be main-
tained.

Protection: Health care workerswho are in contactwith individuals
with developmentaldisabilitieswho are AIDS/HIVpositive must be
screenedand tested for HIV in accordancewith the current federal and
state regulations. These vulnerableindividualsare to be protected
from all known risk factors. Universalprecautionsas prescribed by
the Center for DiseaseControlmust be observed. All health care pro-
viders will adhere to all federaland state regulationsif they are HIV
positiveor have any reason to suspectthat they might.

Discrimination: Individualswho are HIV positiveor who have AIDS
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are to be considereddisabledunder the Americanswith DisabilitiesAct.
They shouldbe treated with the samedignityand compassionas any
other individualwith an illnessor disability. They shouldnot be dis-
criminatedagainst in terms of employment.

The rules and regulationsregardingAIDSare in a constantstate of flux. For current
recommendationsregardingrules for individuals,healthcare providers, and work place
regulations,contact:

1. Center for DiseaseControl: (404) 639-3311.

2. Commissionerof Health, Departmentof Health: (612) 623-5414.

3. For health care workers in Minnesota,contactthe blood borne
pathogenssectionof the Minnesotaofficeof OSHA: (612) 296-
2116.

4. InfectionControl Rules Programfor the state of Minnesota: (612)
643-0402.

AVERSIVE INTERVENTIONS

The Council opposes any treatment or practice which violates the right to freedom
from harm. The Councilcalls for the cessationof the use of any treatmentoption
whichexhibits some or all of the followingcharacteristics: (1) obvious signs of physi-
cal pain experiencedby the individual;(2) potentialor actual side effects such as tissue
damage,physical illness, severephysicalor emotionalstress, and/or death that would
properly require the involvementof medicalpersonnel; (3) dehumanizationof persons
with severedisabilitiesbecausethe proceduresare normallyunacceptablefor persons
who do not have disabilitiesin communityenvironment;(4) extreme ambivalenceand
discomfortby family, staff, and/or caregiversregardingthe necessityof such extreme
strategiesor their own involvementin such interventions;and (5) obviousrepulsion
and/or stress felt by peers who do not have disabilitiesand communitymemberswho
cannotreconcileextreme procedureswith acceptablestandardpractice. Educational
and habilitativeproceduresmustbe free from chemicalrestraint, aversive stimuli, en-
vironmentaldeprivation,or exclusionfrom service.

The Councilpromotesactivitiesthat lead to implementation
aversivealternatives.

CASE MANAGEMENT/SERVICE COORDINATION

and disseminationof non-

The Councilsupportsa case managementlservicecoordinationsystemthat is fully
fundedand manageable;allows sufficientratios to providequality service; has reason-
able trainingfor case managers/servicecoordinators;providesfull and accurate infor-
mationfor the individual, family,guardian, or other advocates;and encouragesfull
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partnershipwith individualsand familymembersor others who are responsiblefor de-
cisions.

Concentrateson providingservicesby simplifyingevaluation,reviews servicecoor-
dination; is a goal-orientedprocess for assuring the coordinationof servicesneeded
and requestedby personswith disabilitiesand their families;measuresqualityby the
effectiveness,responsiveness,continuity,reliability,and acceptabilityto the user and
respectsthe right of each individualto make decisionsand to take risks based on in-
formedchoiceand personalgoals and values.

CHOICES

The Council supportsand encouragesindividualswith developmentaldisabilitiesto
makeinformedchoicesregardingpersonal life goals includingbut not limited to:

1.

2.

3.

4.

5.

The choice to live in regular homes, includingliving with parents,
self-selectedroommates,and varied groupingsand environments
considereddesirable,appropriate, and chosenby persons without
disabilitiesat particularages in their lives.

The choice to attend the same school he or she would attend if
he/she did not have a disability,and to receive at the schoolthe
individualizededucationalserviceswhich are appropriatefor his/
her needs withoutcompromise to the developmentof interactions
with peers (whetheror not those peers themselveshave a disabil-
ity) throughoutthe schoolyears.

The choiceof access to a varietyof employment opportunities
whichallows for daily interactionswith coworkers, employers,and
(whererelevant)consumerswho do not have disabilities. Choice
shouldexist regardlessof level or type of disability.

The choice to participatein the kinds of extracurricular,recrea-
tional, and other leisure experiencesenjoyedby typicalpeers and
citizens.

The choiceand opportunitiesfor choices related to daily andlongi-
tudinalsocial interactions with peers and other citizens (without
regard to disability)that are oriented towarddevelopinga variety
of relationships,social supportnetworks, friendships,and the ulti-
mate goal full and activeparticipationin communityliving.
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COMMUNICATION
Approved November 28, 1990

Issue

Communicationis that essenceof humanlife which allowsexpressionof individual
needs, feelings, thoughts,personalachievement,opportunitiesfor self-definition,
and interactionwith others. The abilityto initiatecommunicationand recognizeand
address the communicativefunctionof behaviorpromotesindependenceto control
and influenceone’s life. From birth, all individualswith severe disabilitiesare entitled
to communicatein the mosteffectivemanner. However, throughoutMinnesota,peo-
ple with severe disabilitiesare not allowedto be informedand active participantsin
decisionsbecausealternativeand augmentativecommunicationsystemsare often not
available. Anotherproblemis the lack of effectiveteachingto: (1) functionallyuse
alternativeand augmentativecommunicationsystemsand (2) expand communication
and languageskills. Somepeoplehave a “communicationsystem,” but are not taught
how to use it.

Position

The MinnesotaGovernor’sCouncilon DevelopmentalDisabilitiesfully supportsthe
Governor’sAdvisoryCouncilon Technologyfor People with Disabilitiesto carry out
these tasks:

● Take ~ leadership~ in the developmentof, access to, and utiliz-
ation of augmentativeand alternativecommunicationsystemsand
servicesto enhanceall aspectsof life for individualswith severe
disabilities.

“ supoort developmentof lifelongtraining for individualswith severe
disabilities,their familymembers,and serviceproviders in the use
of augmentativeand alternativecommunicationsystems.

● Provide information,advocacy,and/or trainingor direct servicesto
ensure that augmentativeand alternativecommunicationsystems,
intervention,and lifelongservicesare providedto all individuals
with severe disabilities.

● Encouragedevelopmentof new techniquesand augmentativeand
alternativecommunicationtechnologyfor individualswith severe
disabilities.

The Council supportsthe right of all persons, regardlessof the severityof their disa-
bilities, to fully participatein and affect, throughcommunication,the communityin
whichhe/she lives, works, and recreates. Becausecommunicationand a person’s
successfuluse of communicationaffords meaningfuland understandableexchanges
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that recognizeand promote the inherentdignityof each person, communicationrights
shouldbe assured for all persons with severedisabilities.

CONSTITUTIONAL AND CIVIL RIGHTS

The Council supports legislation to proteet and restore the civil rights of all people
with developmental disabilities. The basic rights affordedto all individualsin this
countryapply to persons with developmentaldisabilities. The Councilwill oppose
any attempt to limit the rights of people with disabilitiesand will activelysupportany
expansionof opportunitiesfor persons with developmentaldisabilitiesto live as full
participatingmembersof society. The Councilwill seek continuedpromotionof equal
access to all servicesand will support legislationprohibitingdiscriminationin areas
such as housing, zoning, voting, medicalcare, economicprograms, education,employ-
ment, and habilitation.

The Councilsupports the enforcementof the Americanswith DisabilitiesAct and its
implementingregulations. This legislationprovidescomprehensivecivil rights protec-
tions to individualswith disabilitiesin the areas of employment,public accommoda-
tions, state and local governmentservices,and telecommunications.These protections
are parallel to those providedon the basis of race, sex, nationalorigin, and religion.

DEINSTITUTIONALIZATION

The Council fully supports the policy of termination of regional treatment center
(state institutional) programs for people with developmental disabilities and the re-
directing(or transferring)of funds to communityprogramsto ensure the provisionof
adequateservices, supports, and safeguardsfor personswith developmentaldisabilities.

EDUCATION

The Councilsupportsfree and appropriateeducationand related services to all stu-
dents with disabilities,includingindividualizedcurricula, assistiveequipmentso that an
individualizedand appropriateeducationis provided in regular, age-appropriateclass-
rooms, and structuredplanningfor transitionto adult life. A qualityeducationshould
providechoices, meet the student’snetxls,offer the necessarysupports, and value and
address the concernsof the studentand his/her family. The Council supportseduca-
tion that is integratedand providesqualityservicesthat meet individualneeds.

The DevelopmentalDisabilitiesCouncilsupportsthe comprehensiveand coordinated
provisionof Early InterventionServicesthroughan interagencyeffort to all eligible
childrenunder age five and their families. The Councilrecognizesand supports the
rights of childrenunder age five to receive specialeducationand related servicesas a
primarycomponentof Early Intervention.

The Councilsupports formalizedtransitionplanningthat begins at least five years prior
to graduationand links the youngadult with developmentaldisabilitiesto appropriate
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adult servicesand supports, to assure a smoothtransitionto job placementor advanced
educationalor trainingopportunities.

EMPLOYMENT

The Council supports fuU participation of people with developmental disabilities
in all state and federal jobs programs such as the Rehabilitation Act, Vocational
Education, and the Jobs Training Partnership Act. Individualswith developmental
disabilitieshave the right to appropriateintegratedemploymentopportunitieswithout
discriminationand with reasonableaccommodations.

Whenprovidingemploymentopportunities,certain principlesshouldbe observedand
implemented. They are:

● Natural Environment: Employmentshouldoccur in environments
whichoffer the opportunityfor integrationwith peers withoutdis-
abilities. To increaseintegration,employmentshouldbe in actual
businessand industrysites rather than in segregated,shelteredpro-
grams. Work groups shouldincludeno more than eight people with
disabilities. To increaseindependence,employmentsupports should
have age and social relevancefor the person. To encourageproduc-
tivity, workers shouldbe paid in accordancewith the Fair Labor
StandardsAct and with priority for prevailingor minimumwage.
Benefitsavailableto workerswithoutdisabilitiesshouldbe available
to workerswith disabilities.

“ SuIIDortServices: All supportsshouldbe determinedand provided
on the basis of the individual’sneeds and preferences. The degree
and kind of support shouldbe flexibleand shouldbe time limited,
extended,or ongoing,accordingto individualneeds. Supportsmay
be providedat the work site, to transportan individualto and from
the job, and away from the work site. The goal of all supportsis to
enable the individualto engageproductivelyin meaningfulwork.

● EmI.iovmentf%rate~ies:An employmentsystemshouldoffer an
array of job optionswith opportunitiesfor both upward and la-
teral mobility. The array of availableemploymentopportunities
shouldincludecompetitiveemployment,smallbusiness, and self-
employmentopportunities. New and redirectedfundingshould
make it easy for businessand labor to provide communityinte-
grated work opportunities.

Q Role of Businessand Labor: The participationof businessshould
be soughtin developingways to meet employer’sneeds for the
work force--injob developmentand creationand in dealing with
work place issues. The participationof organizedlabor shouldbe
soughtwith regard to issueswhich affect workers with disabilities
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and those withoutdisabilities. Every effort shouldbe made to dem-
onstrate the economicimportanceand viabilityof supportedemploy-
ment so that its job creationand developmentpossibilitieswill be
understoodby the businessand economicdevelopmentleaders of the
state and community.

“ Intera~encvCollaboration: At the local and state level, coopera-
tive workingagreements,clearly specifyingareas of responsibility
shouldbe developedamongthose who provideemploymentservices
and supports. Local entrepreneurialagenciesshouldbe encouraged
to provide a wider range of opportunitiesand choices for people.
At the state level, interagencyagreementsshouldalso address inter-
agency, intergovernmental,and state-federalrelationshipswith par-
ticular attentionto SupplementalSecurityIncome/DisabilityInsur-
ance (SSI/SSDI),transitionfrom school-to-adultlife, transportation,
Medicaid,and Departmentof Labor policieswhich may from time
to time present significantbarriers to employment.

● IndividualChoices: Individualsare to be involvedin all aspects of
decisionmakingthat affect their lives. The preferencesof persons
with developmentaldisabilitiesmust be honored. Their integrity,
dignity, potentialfor growth, and ability to contributemust be en-
couraged. Career planningand counselingfor persons with devel-
opmentaldisabilitiesshouldstart in elementaryschool, as they
should for people withoutdisabilities. Such career planningasskt-
anceshouldbe madeavailableas neededover the person’s lifetime,
and should includeconsiderationof retirementplanning.

● Educationaland Career Development: The Council supports the
coordinationof educationand rehabilitationserviceswithin the
schoolexperience;promoteslifelongeducation,career development,
and retirementplanning;opportunitiesfor selfdetermination and
choice in career-relateddecisions;and the necessarysupportsand
servicesso that personswith developmentaldisabilitieshave access
to an array of employmentoptions.

FAMILY SUPFORT

The Council supports state and federal legislationthat enhancesthe capacity of families
to meet the multipleneeds of a familymemberwith a disabilitythrough the creation of
policiesthat provide equal access to an array of quality family support servicesand re-
sources, and fundingmechanismsthat allow a federal match for state family supportl
cash subsidyprograms.

All children, regardless of disability, belong with families and need
enduring relationships with adults. When statesor agenciesbecome
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involvedwith families,permanencyplanningshouldbe a guidingphi-
losophy. As a philosophy,permanencyplanningendorseschildren’s
rights to a nurturinghome and consistentrelationshipswith adults.
As a guide to state and agencypractice, permanencyplanningrequires
familysupport, encouragementof a family’srelationshipswith the
child, familyreunificationfor childrenplaced out of home, and the
pursuit of adoptionfor childrenwhen familyreunificationis not pos-
sible.

Families should receive the supports necessary to maintain their
children at home. Family support servicesmust be based on the
principle “whateverit takes.” In short, familysupport servicesshould
be flexible, individualized,and designedto meet the diverse needs of
families.

Family supports should build on existing social networks and na-
tural sources of support. As a guidingprinciple, natural sourcesof
support, includingneighbors,extendedfamilies, friends, and commu-
nity associations,shouldbe preferredover agencyprogramsand pro-
fessionalservices. When states or agenciesbecomeinvolvedwith
families, they shouldsupportexistingsocial networks,strengthenna-
tural sourcesof support, and help build connectionsto existingcom-
munityresources. When natural sourcesof supportcannot meet the
needsof families,professionalsor agency-operatedsupport services
shouldbe available.

Family supports should maximize the family’s choice over the
services and supports they receive. Family support servicesmust be
basedon the assumptionthat families, rather than statesand agencies,
are in the best positionto determinetheir needs.

Family supports should support the entire family. Family support
servicesshouldbe definedbroadly in terms of the needs of the entire
familyincludingchildrenwith disabilities,parents, and siblings.

Family support services should encourage the integration of chil-
dren with disabilities into the community. Family support services
shouldbe designedto maximizeintegrationand participationin com-
munitylife for childrenwith disabilities.

FAMILY SUPFORTS AND TRAINING

Familiesshouldbe providedwith opportunitiesfor and access to formal and informal
trainingin order to receive informationabout: (a) state-of-the-artserviceprinciples
and practicesas a basis for planningand decisionmakingto meet their children’sindi-
vidualneeds; (b) the service systemand public policy in Minnesota;and (c) strategies
for obtainingappropriateservicesand makingsystemchanges.
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Familiesof adults with developmentaldisabilitiesshouldreceive support to maintain
close contact with each other and to reinforcegood siblingrelationshipsthat enhance
the person’s (with developmentaldisabilities)role as a valued memberof the family
unit.

GENERIC SUPPORTS

Individualswith developmentaldisabilitiesshouldhave access to the full range of reg-
ular, typical supports such as housing, legal, medical,dental, fraternal, social, leisure,
recreational,educational,employment,and transportationservices.

HEALTH CARE REFORM
Approved: Public Policy Committee, February 2, 1994
Approved: Minnesota Governor’s Council on Developmental

Disabilities, April 6, 1994

There are currently severalproposalsfor health care reform in the Congressof the
UnitedStates. These proposalswill have a major impacton the lives of individuals
in the state of Minnesotawith developmentaldisabilities. The Minneso@Governor’s
Councilon DevelopmentalDisabilitiesdoes not take a position on what health care re-
form proposal is best but does support the principlesof the Health Task Force of the
ConsortiumFor Citizenswith Disabilities. These were first publishedin Decemberof
1991and updatedin February 1993. Those principlestie as follows:

Non-Discrimination: People with disabilitiesof all ages and their familiesmust be
able to fully participatein the nation’shealth care system.

This wouldrequire that the healthcare financingsystem:

●

●

●

●

●

prohibit

prohibit
care;

pre-existingconditionexclusions;

rating practicesthat discriminateagainsthigher users of health

ensure that all persons, regardlessof incomeor health status, have
access to all the neededhealth related services;

provide access withoutregard to age, race, place of residence, or the
characteristicsof personswith whom one maintainsfamily relation-
ships;

ensure continuityand portabilityof coverage.

Comprehensiveness:Peoplewith disabilitiesand their families must have access to a
healthcare systemthat ensuresa comprehensivearray of health, rehabilitation,per-
sonal, and support servicesacross all servicecategoriesand sites of service delivery.

People with disabilitieswould mostbenefit from a healthcare systemthat includes
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access to:

●

●

●

●

●

●

●

●

●

●

●

●

preventiveservices, includingservicesto prevent the worseningof a
disability;

healthpromotion/educationservices;

diagnosticservices;

inpatientand outpatientphysicianservices;

hospitalinpatientand outpatientcare;

long-and short-termhome and community-basedservices;

long-termcare in medicalfacilities;

prescriptiondrugs, biological, and medicallybeneficialfoods;

mentalhealth, counseling,and substanceabuse services;

rehabilitationservicesincludingaudiology,occupationaltherapy, phys-
ical therapy, psycho-socialservices, respiratorytherapy, Ph-
languagepathologyservices,cognitive,visionand behavioraltherapy,
and therapeuticrecreation;

personalassistanceservicesand independentliving services;

durable medicalequipmentand other assistivedevices, equipmentand
related services.

Appropriateness: People with disabilitiesand their familiesmust be assured that com-
prehensivehealth, rehabilitation,personal, and supportservicesare provided on the
basis of individualneed, preference,and choice.

An appropriatehealth care systemis one which:

●

●

●

●

●

Equity:

includesconsumerparticipation;

ensuresconsumerchoicein relation to servicesand provider;

ensuresa range of servicesettingsthroughan integrateddelivery sys-
tem;

ensures appropriateamount, scope, and durationof services;

ensures the availabilityof trainedpersonnel.

People with disabilitiesand their familiesmustbe ensured equitableparticipa-
tion in the nation’shealth care systemand not burdenedwith disproportionatecosts.

An equitablehealthcare systemwouldbe one which:

● limits out-of-pocketexpensesand cost-sharingrequirementsfor partici-
pants;
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● providesaccess to servicesbased on health care need and not on income
level or employmentstatus;

● ensures adequatereimbursementfor service providers.

Efficiency: People with disabilitiesand their familiesmust have access to a health
care systemthat providesa maximumof appropriateeffectivequality serviceswith a
minimumof administrativewaste.

An efficienthealthcare systemis one that:

●

●

●

●

reducesadministrativecomplexityand minimizesadministrativecosts;

allocatesresources in a more balancedway betweenpreventiveservices,
acute care, rehabilitation,and chronic care management;

ensures the deliveryof effectiveservices;

maintainseffectivecost controls so that all peoplecan get the health care
serviceswhich they need.

In conclusion,we feel that the definitionof health care shouldbe expandedto include
preventionservices, rehabilitationtherapy, assistive technology,and health mainte-
nance services. Further, we would like to see health care expensesdistributedequit-
ably throughoutthe population. Finally, we would like to see the healthcare deliv-
ery systemmore effectivelysupportconsumer-directedchroniccare management.

HOUSING
Approved: Public Policy Committee, August 3, 1994
Approved: Minnesota Governor’s Council on Developmental

Disabilities, October 5, 1994

The Councilpromotesand encouragespersons with developmentaldisabilitiesto have
access to an array of housingoptions. The Council supportspersons with develop-
mentaldisabilitiesto ileely choosewhere and with whom they live, and to schedule
and direct the receipt of supportsand servicesat their convenienceand in a manner
that makessense to them.

The Councilsupportsthe followingactivities:

● me creationand maintenanceof a variety of affordableand accessi-
ble housingand ownershipoptions for persons with developmental
disabilities. These options includefederal, state, or local subsidized
housingprograms. Suchprograms must assure that persons with
developmentaldisabilitieshave equitableaccess to subsidizedhousing
and an equitableshare of program funds.

● Efforts that enablepersons with developmentaldisabilitiesto con-
trol their own housing,whether it is owned or rented by the person.
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●

●

●

●

Efforts to maintainaffordablerents in current public housingunits
and to assure that the conversionof subsidizedhousing to market rate
units does not displacepersonswith developmentaldisabilities.

The creationof loan programsthat make home ownershipa reality
for persons with developmentaldisabilities.

Separationof the provisionof servicesfrom
property.

There shouldbe no discriminationin access

the ownershipof

to housing funds.

INCOME MAINTENANCE

The Council supports the protection of current and prospective benefit levels of all
types of income programs. Basiceconomicsupport is essential to ensure a decent
standardof living for personswith developmentaldisabilities. The Council supports
full and fair implementationof Sections1619(a)and (b) and other relevantprovisions
of the Social SecurityAct to assure individualswill not lose their benefitsbecauseof
earnings.

The Council supports removal of disincentives in the Social Security Disability In-
surance (SSDI) Program. Incentivesmust be providedthat encouragerecipientsto
be productivelyemployedand earn real wages withoutjeopardizing their eligibilityfor
programsand support services,or withoutrisking the loss of all benefits including
medicalbenefits. The monetaryvalue of support servicesshould not be countedas
part of the individual’sincomewheneligibilitydeterminationsare made for services
and benefits.

LEISURE. RECREATIONAL, AND SOCIAL ACTIVITIES

Participationof persons with developmentaldisabilitiesin the same leisure, recrea-
tional, and socialactivitiesthat are offered to all citizensin their communitiesis an
essentialaspect of their qualityof life. Historically,this need has had lower priority
in resource allocationthan education,employment,and living arrangements. But now
thereis growingawarenessthatthisdimensionofhumanneedis asessentialto them
as it is to others withoutdisabilities. There is also increasingevidencethat skillsand
attitudesgained throughleisure, recreational,and socialactivitiesenhanceperceptions
of self-worthand abilitiesneededto live, learn, and work as communitymembers.

Currently, the leisure, recreational,and socialopportunitiescurrently availableto per-
sons with developmentaldisabilitiesare (mostly,usually)segregatedactivities. They
serve only peoplewith disabilitiesusing nondisabledpeople in hierarchicalpositions
rather than as genuineteammatesor in true peer relationships. Accordingto new stud-
ies, such segregationcan neutralizeor actuallyimpedegains that are being made in in-
tegratededucation,home, or workenvironments.
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Therefore, segregatedleisure, recreational,and socialactivitiesshouldbe discouraged
and increasedeffort and resource allocationshouldbe directedto integratedactivities.

Current realities support movingaway from segregatedactivitiesto those that are inte-
grated: (1) federal and state legislationmandateprovisionof educational(including
recreation),residential, and employmentservicesin the least restrictiveenvironments;
(2) in Minnesota,almost all persons with developmentaldisabilitieswill be living,
working,and attendingschoolin their communities-it is their right to use community
opportunitiesand servicesin all aspectsof their lives; and (3) tested, successfulmodels
of integratedleisure, recreational,and socialactivitiesexist showingthat obstaclesto
participationare more a factor of integratedactivitiesattitudethan technicalimpossibil-
ities.

Integratedactivitiesare characterizedby:

●

●

Open access to persons with developmentaldisabilitiesin all the
opportunitiesfor leisure, recreational,and socialactivitiesoffered
to other communitymemberswithoutdisabilities;and

Provisionof adequateand appropriatesupport to persons with de-
velopmentaldisabilitiesto assure their genuineparticipation,accept-
ance, and enjoyment.

Position Statement

The MinnesotaGovernor’sCouncilon DevelopmentalDisabilitiesstronglysupports:

1.

2.

3.

4.

5.

Promotingrecognitionof the need for integratedleisure, recrea-
tional, and socialactivitiesas an essentialand legitimatecomponent
of a good qualityof life for persons with developmentaldisabilities.

Promotingthe use of current and new resources (approval,human
efforts, financialassistance,facilities/equipment,etc.) for activities
that are integrated.

Invitingorganizationscurrently sponsoringsegregatedleisure activ-

physicallyand programaticallyaccessible.

Developingstrategiesand approachesthat assist persons with devel-
opmentaldisabilitiesand their familiesto makethe transitionto a
wide range of integratedleisure, remeational,and socialpursuits.

Creatingnew and strongeralliancesbetweenboth specializedand
generic agenciesto pool their resources in order to instituteand
expand their capacityto provide integratedactivitiesthat are in-
clusiveand supportiveof persons with developmentaldisabilities.
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PERSONAL ASSISTANCE SERVICES
Approved June 6, 1990

Issue

Personalassistanceservicesinvolvehaving someonehelp individualsperform tasks that
they woulddo for themselvesif they did not have a disability. Central to thisclefini-
tion is the assumptionthat personalassistanceservicesshouldbe controlledby the user
to the maximumdegree possible. Such servicesare aimedat individualsmaintaining
well-being,personalappearance,comfort, safety, and interactionswithin the commu-
nity and societyas a whole.

In 1987,a nationalsurveyof personalassistanceserviceswas completedby the World
Instituteon Disability. Over 850,000people were receivingpublicly fundedpersonal
assistanceservices. Basedon the results of the survey, “for every person who is
receivingpersonalassistanceservices, there are more than three people who need
servicesbut are not getting them.”

Personalassistanceservicesare crucial for childrenand adults with disabilitiesto live
in the community. A nationalpersonalassistanceprogram for independentliving must
be established. Currently, the absenceof an appropriate(or relevant)policy has lead
to statescreatingmedicalmodelsof costly, inadequateprograms.

The MinnesotaGovernor’sCouncilon DevelopmentalDisabilitiesfully supports the
IndependentLivingModelof PersonalAssistanceServicesas proposedby the World
Instituteon Disabilityin April 1987. The IndependentLiving Model should include
at least the followingten characteristics:

1.

2.

3.

4.

5.

6.

7.

No medicalsupervisionis required.

The servicesprovidedincludepersonal maintenanceand hygiene
includingcatheterization,mobility,and householdassistance.

The maximumservicelimit shouldexceed20 hours per week.

Serviceis available24 hours a day, seven days a week.

The incomelimit for elibilityis greater than 150%of the poverty
level. Further, persons who are severelydisabledwhose income
exceedsthat establishedfor eligibilityshouldbe allowed to buy into
an insurancepolicy which wouldprovide attendantcare. Marital
statusand consequentfinancialcircumstancesshouldnot govern
access to personalcare assistance.

Individualproviderscan be utilizedby the consumer.

The consumerhires and fires the assistant.
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8. Theconsumer pays theassistant.

9. Theconsumer trains the assistant.

10. Theconsumer participatesin decidingon the number of hours and
type of servicehe or she requires.

PLANNING ACROSS THE LIFESPAN
Revised: Public Policy Committee, December 5, 1994
Approved: Public Policy Committee, April 5, 1995
Approved: Minnesota Governor’s Council on Developmental

Disabilities, June 7, 1995

Like all individuals,people with developmentaldisabilitieswill pass through many
maturationalphases in their life. While the transitionsthat occur betweenlife phases
are predictable(e.g., preschoolto grade school, adolescentto adult, middleaged to
senior citizen), often individualswith developmentaldisabilitiesand their familieslack
importantinformationabout the supportsavailableto prepare for these new life phases.
This is largely due to the fact that manycurrent servicedelivery systemsand supports
are age-based, so transitionto a new life phase often meansa transition to a new array
of serviceoptions.

While this issue is formallyaddressedthrough transitionplanningfor individualspre-
paring to enter the adult world of work and communityliving, the Council recognizes
the need to establishand sustainplanningefforts across the entire lifespan. Therefore,
the Council supportsand encouragesformalizedplanningfor individualswith develop-
mentaldisabilitiesfrom infancythroughoutthe individual’slife. Planning must cross
systemboundariesand allow individualsand their familiesto gain timely access to in-
formationabout a full array of servicesand supports. Specifically, cross-systemPkUI-
ning must address the followingimportantlifespantransitionpoints well in advanceof
their occurrence:

“ Entry into early interventionsystems.
. Entry into middlechildhood(elementaryschool).
c Entry into early adolescxmce(middleschool).
● Entry into adolescenceand youngadulthood(high school).
“ Entry into the adult world of postsecondaryeducation,work, and

communityliving.
● Entry into older adulthoodand retirement.

PREVENTION

The Council supportsefforts to preventdevelopmentaldisabilitiesand to limit
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and consequences. The Council supportsseveralactivities:

●

●

●

●

●

Improvedplanningto ensure interagencyservicedelivery.

Additionalresearch into causes, screening,diagnosis,and interven-
tions.

Developmentof a comprehensivestateplan.

Improvedinterventionssuch as geneticscreening,counseling,family
planning, nutrition,prenatalcare, early intervention,and protection
must be madeavailablestatewide.

Increasedpublic and private awarenessof preventionstrategies.

PUBLIC AWARENESS AND EDUCATION

The Council supports efforts to educate the public regarding people with develop-
mental disabilities. The mediashould increasethe public’sawarenessof needs and
abilitiesof people with developmentaldisabilities.

The Minnesota Governor’s on Developmental Disabilities supports efforts
to increase awareness, sensitivity, and knowledge of policymakers, elected offi-
cials, state officers, and staff of generic organizations about issues affecting people
with developmental disabilities.

To ensure representationof Minnesota’slargest minority, the Councilencouragespeo-
ple who have a disabilityperspectiveto serve on all typesand levels of policymaking
and advisorycommittees.

RECRUITING. TRAINING & RETAINING PERSONNEL1
Approved: Public Policy Committee, October 5, 1994
Approved: Minnesota Governor’s Council on Developmental

Disabilities, February 1, 1995

Backnound

As the 21st century approaches,the dynamicnatureof education,healthcare, and
humanserviceswill require new or at least revised techniquesin recruiting, retaining
and retrainingqualified persomel. Personnelpreparationinitiativesmust address cur-
ricular relevfi~y, long-t_&mvalue and utility, current research,
consumerempowerment.

‘Source: Based in part on the AmericanAssociationon
dated): Policy PositionsOn L.egisla”veand Social IssuEs.
thor.

16

best practices, and

Mental Retardation
Washington,DC:

(un-
Au-



Education,health care, and humanserviceproviders will experiencea labor supply
shortagethroughoutthis decadeand into the 21st century. The personneldemandsof
these labor-intensiveservicesnow exceed the supplyof availableprofessionaland para-
professionalstaff and the future holdseven more extremeshortages. Such shortages
jeopardize the long-rangecapabilitiesof the servicedelivery systemto meet increased
demandsfor an extensivearray of programs. Serviceproviders must focus on new
solutionsto meet anticipatedneeds. Developingservicealternativesthat are less labor
intensivein concert with initiativesto recruit and retain qualifiedpersonnel may offer
somerelief to the expectedwork force shortages. As consumersand familiesassume
more active roles in workingwith serviceproviders, their expectationsand outcomes
will influencetrends in educationand training.

PrinciM3s

Initiativesto enhancethe recruiting, training, and retrainingof personnel should
address seven specificprinciples:

1. Com~tencv-BasedTraining: Preserviceand continuingeducation
must be competencybased to assure quality servicesand supportsare
provided.

2. Familv Particimtion: Family memberswho provide support to their
relativeswith developmentaldisabilitiesbenefit from educational
opportunitiesin a manneridenticalto other serviceproviders.

3. Access: Educationalopportunitiesmust be deliveredgeographically
and physicallyto all individualswho providedirect care servicesin
accessiblelocationsthroughoutthe state.

4. Lon~-TermValueand Utility: Contemporaryeducationand train-
ing programs mustbe developedwithinparametersthat encourage
professionalsto invest in health care and human servicesas a career.

To recruit andretainstaff,compensationlevelsmustcorrespondingly
reflect the demandsand competenciesneeded.

5. Consistencewith Current Research Findinm and Best Practices:
The dynamicnature of the service systemrequires ongoingrefine-
ment of programsreflect current research and best practices. Spe-
cial attentionshouldbe given to offering trainingprograms to per-
sonnelwho are in transitionfrom institutionalto community-based
settings, to trainingprogramson family support, gerontological
services, preventiveprograms, and communityinclusion.

6. ConsumerEmpowerment: Services in the 21st century will include
an increasedlevel of consumerdecisionmakingas citizens self-
advocatefor neededprogramsand reforms. Educationand training
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programs shouldrecognizeself-determinationand developprofes-
sionalcompetenciesto supportconsumerempowerment. Consum-
ers and familiesshouldbe involvedin designing,implementing,and
evaluatingeducationaland trainingefforts.

7. TechnicalAssistance: The effectivenessof preserviceand continu-
ing educationis increasedwith the availabilityof technicalassist-
ance, follow-up,incentivesfor individualsand agencies, and conse-
quences.

Recommendations

The Councilrecognizespersonnelas a criticaland ongoingissue and will work to
support improvedrecruitment,training,and retentionof personnel:

s The Council supportseducationalinitiativesfor trainingprofessionals
in disciplinesdesignatedas critical need professions.

“ The Council supportsprogramsthat prepare personnelfor work in
varied servicesettingsand improvejob skills.

● The Council supportswageparity legislation.

● The Councilpromotesthe infusionof informationregarding develop-
mentaldisabilitiesinto genericpersonnelpreparationprograms for
persons in the education,medical,nursing, legal, and other professions.

The Councilurges Congressand the Legislatureto appropriatefunds for trainingpro-
grams for persons who will servepeoplewith developmentaldisabilities. Funding
shouldbe made availableto schoolsof higher education(e.g., universityaffiliatedpro-
grams, medicalschools,universities,schoolsof allied health, colleges, communitycol-
leges)and technicalcolleges.

SERVICE PROVISION BY MULTIPLE AGENCIES
Approved: Public Policy Committee, February 2, 1994
Approved: Minnesota Governor’s Council on Developmental

Disabilities, October 5, 1994,

In the past, manypeople with developmentaldisabilitieswere institutionalizedprimarily
for the purpose of protectingsuch individualsor protectingsociety from those individ-
uals. Under these arrangements,individualswere subjectedto total control over their
lives with few opportunitiesfor self-determination. Becausesomestateinstitutionsand
large communityresidentialprogramsstill exist, and case managementservicesoften
are unable to provide adequatemonitoringand supervisionof services to persons with
developmentaldisabilities,it is importantthat any one service provider not have 24-
hour responsibilityfor services.
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Qualityof life is enriched by havinga variety of associationswith others. Generally,
peoplehave contact with a variety of individualsand serviceprovidersas they carry out
their daily activities. Only in unusualcircumstances,is one’s landlord, employeror
banker, for example, one and the same. Similarly, individualswith developmental
disabilitiesshouldhave a variety of interestedpeople in their lives to assure that their
needs and rights are not ignored, subordinated,or abused. The interplayand checks
and balancesbetweenserviceprovidersas they strive to meet the needs of the individ-
ual, increasesthe likelihoodthat interestsand rights of persons with a developmental
disabilitywill be honored. Individualswith developmentaldisabilitiesshouldhave
choicesabout how, when, where, and by whom servicesare providedalong with in-
creasedopportunitiesfor decisionmaking,productivityand inclusionin the community.

Therefore, the MinnesotaGovernor’sCouncilon DevelopmentalDisabilitiesdoes not
support the practice of a single serviceprovider having24-hour control over the lives
of personswith developmentaldisabilities. Specifically,a provider of residential
servicesshouldnot also be a provider of habilitationor employmentservices for the
same individual.

In circumstancesin which followingthis principlewould result in an individualwith
developmentaldisabilitiesnot receivingnecessaryservices, the steps to be taken and the
timelinesto be followedto securea secondserviceprovider shouldbe determinedat the
outset and specifiedin the individual’splan developedby the interdisciplinaryteam.

SERVICES
Approved:
Approved:

Public Policy Committee, August 3, 1994
Minnesota Governor’q Council on Developmental
Disabilities, October $, 1994

The Council supports a new deftition of services as whatever personal assistance,
adapted environments and moditle~ equipment is required for each individual with
developmental disabilities to becor4e increasingly independent, productive, and
integrated. . Funding streamsshould followindividualsand be used to meet specific
identifiedneeds rather than to fund programs or servicessuch as ICF-MR, DACS,
shelteredworkshops, on
the individual’sneeds desires;
and choicesthat mesh with the need$and desires of the individualclient.

The Councilsupports serviceswith dhefollowingcharacteristics:

“ The provisionof speciali~ staff, resources, and servicesto meet
individualneeds in the regular classroom,neighborhoodschool, home

family, and communityprogram and setting.

● The traininganti retrainingof personnel,both specialand
generic serviceprofessional—toprepare them for providing instruction
to a variety of heterogeneo~sgroups of individuals.
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Q The systematicshiftingof servicedeliverydesignand servicesaway
from a categorical,homogeneouslygrouped, and separatemodel to one
which requires integrationand thrives on a variety of groupingarrange-
ments.

● The philosophicaland administrativemerger of specialand
educationand specializedand generic servicesinto one service delivery
system, evidentby the integrationof both professionalstaff and recipi-
ents.

s Inclusionwithoutexceptioninto regular communityenvironmentsand
proximityto familyand peers and other citizenswho do not have
disabilities.

SUPPORTED EMPLOYMENT
ApprovedNovember28, 1990

Issue

The MinnesotaGovernor’sCouncilon DevelopmentalDisabilitiesaffirms the right of
all people with severe disabilitiesto full participationin communitylife with support
tailored to individualabilitiesand needs. Integratedemploymentis a critical element
of communityliving.

Even thoughindividualswith severedisabilitiesrepeatedlydemonstratesuccessin inte-
grated employment,the vast majorityof individualswith severe disabilitiesdo not have
access to integratedjobs. Most individualswith severedisabilitiescontinueto be iso-
lated and segregatedin developmentalachievementcenters and rehabilitationfacilitiesor
are unemployedand unservedon waitinglists.

Position

In the interestsof full participationin communitylife, the MinnesotaGovernor’s
Councilon DevelopmentalDisabilitiesendorsesthe followingfeatures of employment
for all people with severedisabilities:

● Integration: Employmentof people with severedisabilitiesmust
be in regular employmentsettingswhere they work with and
among people withoutdisabilities. Opportunitiesfor frequentand
ongoinginteractionsand the developmentof friendshipsare crucial
outcomesof employment.

● Incomeand Benefits: Care and planningis neededto prevent
an overall loss of incomeand benefitsand assure stabilityof the
same. Employmentmust result in meaningfulcompensationfor
work performedand includebenefitscomparableto coworkersin
similarpositions.
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“ Choice: Job selection,retention, and numberof hours of employ-
ment must be based on choiceby the individualwith a severe dis-
ability.

● OmzoirwCareer Advancement. Employmentfor persons with se-
vere disabilitiesmust be viewedthe opportunityto build careers
over time wherejob changesand advancementoccur in the interest
of higher pay, grater responsibilityand variety, better working
conditions,and individualinterests.

c Individualizedand Natural SUDDOrts. The assistanceand support
provided to persons with severe disabilitiesshouldbe individual-
ized accordingto needs and abilitiesand shouldmaximizenatural
supportsby coworkersand friends in the work place.

● Eaua.1Access: Individualswith the most severedisabilitiesmust
be a priority in the implementationof community,integratedem-
ployment.

SUPPORTIVE CO~

The Council supports creative and varied initiatives to build community connec-
tions that create and maintain personal support networks for individuals with de-
velopmental disabilities.

TITLE XIX. MEDICAID REFORM

The Council supports the restructuring of the Medicaid program to signifkantly
expand opportunities for individuals with developmental disabilities and their fam-
ilies to acquire family support and community services including case manage-
ment, respite care, personal care assistance, and individual support services. The
Councilcontinuesto advocatefor a full range of alternativesto ICF-MRprograms that
promotegreater integration, independence,and productivity.

The Councilfully supports the strengtheningand full implementationof all waiver
programsto supportpeople living in the community.

TRANSITION FROM SCHOOL TO WORK

Revised: Public, Policy Committee, October 5, 1994
Approved: Public Policy Committee, April 5, 1995
Approved: Minnesota Gove~or’s Council on Developmental

Disabilities, June 7, 1995,

Backmound

The stateof Minnesota(M.S. 120.17)requires that beginningwith grade 9 or age 14
years studentswith disabilitieshave as a part of their IndividualEducationProgram a
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plan for transitionfrom school to work. In addition, in May 1994,President Clinton
signedThe Schoolto Work OpportunitiesAct of 1993(P.L. 103-480). The Act is a
joint effort of the Departmentsof Educationand Labor and may provide more transi-
tion resourcesand opportunitiesfor youth with disabilities. The Act is intend~ to
provideall studentswith additionaleducationand trainingopportunitiesto earn por-
table credits, prepare them for first jobs in high skill, high wage careers and increase
opportunitiesfor fiwthereducationincluding,at four year universities. Youth with
disabilitiesare specificallyreferred to as a taxgetpopulation. The
efforts to serve youth with disabilitiesmust be guidedby the transitionrequirementsof
Part B of the Individualswith DisabilitiesEducationAct (IDEA).2

In spiteof the legislationcited above, on completionof high schoolstudentswith de-
velopmentaldisabilitiesmay find themselvesunemployed,underemployedor on wait-
ing lists for training, support servicesneededto secureand hold employment.

Recommendations

The MinnesotaGovernor’sCouncilon DevelopmentalDisabilitiesrecommendsthat:

1.

2.

3.

4.

High schoolstudentswith developmentaldisabilitiesmustbe given
opportunitiesto activelyparticipatein all phases of planningand
implementingof their individualtransitionplan.

High schoolstudentswith developmentaldisabilitiesmust receive
informationabout variouskinds of technologyand support services
which wouldenable them to be more independenton the job and in-
crease their employmentopportunities. As muchas possible, stu-
dents shouldbe trained to selectand supervisethe support services
they need. The use of generic rather than specializedservicesshould
be encouraged.

In developingtransitionplans for high schoolstudentswith develop-
mentaldisabilities,an effort shouldbe madeto foster as much eco-
nomicand personalindependenceas possibleusinggeneric rather
than specializedservices.

High schoolstudentswith developmentaldisabilitieswith appropriate
o

mentoringrelationships,job shadowing,apprenticeships,and world
studyexperiences.

zNofi Centi Region~ ~o~ation Exchange. ~u 1994). Youti ‘i*

disabilities and the school-to-workact. Regiord Perspectives, 1(4),
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5.

6.

7.

8.

9.

Followingcompletionof high schoolpersons with developmentaldis-
abilitiesshould have opportunitiesfor training/educationto enhance
their employmentpotential. Suchtraining/educationshouldbe pro-
vided in inclusivesettingswith appropriatesupport services.

There is importantwork to be done withinthe state of Mimesota’s
businesscommunitytoward the developmentof work opportunity.
Presently, there is underway,a great manyprograms being devel-
oped to improvevocationaleducationskills. However, there
remains a major void betweenvocationalpreparationand work
opportunity. The Minnesotabusinesscommunityis just not sys-
tematicallyinvolved,and there existsa major void. Immediate
planningmust be initiatedto join this state’sbusinesscommunity
as a workingpartner in this vital phase of transition.

Once a person with developmentaldisabilitiesis employedhe/she
shouldbe kept informedof opportunitiesfor advancementwith his/
her current employeror with other employers.

Employmentin segregatedday programs (day training and habilitation
programs)and rehabilitationprograms(shelteredworkshops)should
be an option only if there are currentlyno other options available. If
such an arrangementis made, a plan shouldbe developedwith time-
lines to meet the goal of obtainingsupportedor competitiveemploy-
ment for the individual.

If an individualwith developmentaldisabilitiesreceives Supplemental
SecurityIncome (SS1)the possibilityof developinga Plan for Self
Support shouldbe encouraged.

TRANSPORTATION

The Council supports public transit and paratransit services fimdedby all levels of
governmenton a nondiscriminatorybasis. The Councilsupports the strong enforce-
ment of the transportationprovisionsof the Americanswith DisabilitiesAct (ADA)
and its implementingregulations,includingthe ADA AccessibilityGuidelinesfor
TransportationVehicles.

Paratransit servicesmust be providedin a mannerthat is as adequate, flexible, re-
sponsive,and reliableas transportationprovidedto the general public.

The Council supports full architectural,physical(mechanical)and programmaticacces-
sibilityof all publicly fundedtransportationservices. Any future expansion, renova-
tion, or replacementof transportationservicesmust be completedto remove all exist-
ing barriers which prevent full access.
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