
Resultsof a
Families

F’uturity‘anuav1gg3

National Study:
Do Make a

During the springand summerof 1992,the HumanServicesResearch Institute
Difference!

(HS~ qntiucm a nationwidestudy, -eying state ~ministmtom on the
current status, and expe+d futurestatusof familysupportprograms. At that
time 46 of the 48 states that provide familysupportservicesresponded,and
informationabout a total of 70 programs was obtained. Summary of the
tindingsareas follows:

● Descriptionof Family SupportPrograms: Of the70 program%21- d
subsidy.orvoucherprograms, 13providefundingfor respitesemices,onty, 33
providesomecombinationof ~pport services(e.g. respite,cashsubsidy,peat
training,ind@endentliving,)and 4 program provideother ~rvices not fitting
into thesecategories(e.g. infant development).

● LegislativeM@atesx tie numberof familysupportprogramsmandated
by law has increaseddramaticallysince 1990. Thirty-twoprogramswithin25
statesnow have someform of legislatioh~comparedwith20 programsin 1990.

● BudgetCuts: Respondentsindicat@that 19 percentof the fhmilysupport
programswouldmost,likelyexperiencesomelevelof budgetarycutbkcksin the
upcomingyear. This representcxi13 of the 70 programsnationwide.

● AnticipatedIncrease in FamiliesServed: Two-thirdsof the respondents
envisionedan increase in the numberof familiesreceivingsemiceafrom their
programs. However, over half (57 percent)expectedtheir waitinglists to get
longer.

● 131igibilityCriteriaand Limitson Benefits:Mostindicatedthat thesewould
be uqchanged(85 percent ahd 71 pement,respectively)..

. JnfluenceOn Decision-MakingProcess: Administratorsfor each fimily
supportprogramwere asked to rate theamouatof influencethatsevendifferent
individualsandgroupsultimatelyhadinhelpingto reachthebudgetarydecisions
thatweremadefor tbeupcomingyear,Ftiily membemof personswith
disabilities and agency staff were perceived by more than balf of tbe
respondent m“havirtglargeamountsof “irifluemm

● Appropriations: The amount of money designatedfor family support
sexviceshas increasednearly two-foldsincethe studyin 1990.

Conclusion:While current and future investmentsin families
seem ‘threatened the move to support families is taking hold.
Thesesurveyfindingsclearlyshowthatfamiliesdo andcanmake
a difference! In these comingyears, the challengeto familk%
is to recognizetheir capacityto influencethe decision-making
procesQand to use it in shapingpublicpolicy.”

Copiesof PolicyBriefonFamilySupport:Resultsofa NationalStudy:Familiar
Do Make&Di@rence!(September1992)by Kern Melda& John Agosta,may
be requestedfrom: Human ServicesResearchInstityte,525 Glen Creek Road,
Northwest,(#230), Satern,OR 973’04.

Thanks for Speaking Out,
Minnesotans!
Approximately one thousand peopleshared
their experiencesand viewsduring the
town meetingsand call-inday held last
summer.Inputwas requestedby a Study
Groupappointedby George Steiner,
DeputyCommissioner,Departmentof
HumanServicesin January 1992.Their
missionwas to review the current structure
underwhichtywices to peoplewith devel-
opmentaldisabilitiesare providedand to
reviewcosts. The find report has now
been completedand disseminated,called:
MinnesotansSpeak-Out!,present+ by
The Governor’sPhmningCouncilon
DevelopmentalDisabilities(November
1992).

The repoti.summarizesthe themeadis-
cussedat the * meetings:1) “Wehave
a lot to be proud of and much remainsto
be done!”;2) individuali=tion;3) staftlng;
4) leadershipand bureaucracfi 5) inequity
of resourceAnWnai@ency in the system;
and communityprogramsand Support.The
report concludeswith specificrecommend-
ationsfrom the studygroup regarding:
individualand familysupport;fundingand
q~ityassurance;waiver programs;array
ofsenkesmd options;coordination;case
management;guarditip; and need for
aciequsteplanningdata. Copiesof the
report maybe obtainedfrom the Gover-
nor’s PlanningCouncilon Developmental
Disabilities. See return addresson page 4.
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NominationsRequestedon
ExemplaryProgr&msand
Practices
The North CentralRegionalInformation
Exchange(NCRIE)is seekingnominations
of programsand practiceswhichare excm-
phtry or innovativeih their abilitiesto
serve individtis with disabilities. NCRIE
representastatesin RegionV: Illinois,
Indiana,Michigah,Minnesota,Wisconsin,
and Ohio. Nominationsare soughtin the
followingpro&Xlnareda: 1) interagency
collaborationand coordinationin prcl-
grams on transitionfromschoolto work;
2) emergentissu~ in supportedemploy-
ment programssuchas the use of natural
supports,coworkerinvolvement;and
3) parent-professionalcollaboration.
Send nominationsby February19,1993.
Contact:NCIUE,Instituteon Community.
Integration,Universityof Minnesota,
6 Pattee Hall, 150PillsburyDrive, SE,
Minneapolis,MN 55455.612/624-4848.

Resource
The NationalInformation,@nter for
Childrenand Youthwith DisAilitks
~CHCY) k anationalinformationand
referral clearinghouseavailableto anyone.
NICHCY is a projectof Interstate
Research Associates,Inc., and is sup-
ported througba CooperativeAgr6ement
with the U.S. Departmentof Education,
Officeof Speci~Edu6ationand Rehabili-,
tativeSemices(OSERS). Services
include: 1)personalresponsesto ques-
tio~; 2) refends to otherorganizations;
3) prepared informationpacketa;and 4)
technicalassistanceto familyand profes-
sionalgroups. Free publicationsiqclude:
News Digest, a singleissuenewsletter
which researchescurre@topicsregarding
disabilities;and TransitionSummary,
which exploresissuesregqdhig the transi-
tion from schoolto adultlife. Contact:”
NICHCY, P.O. Box 1492,Washington,.
D.C. 20013-1492. 1/800/999-5599toll-
f~, Or 703/$93-8614TDD.’

To the old ones of my childhood
who taught me the most important
lesson of all:

That I did not need to be perfect
to be loved.

That no one does.
Alice Walker, ToHellWithDying

Never Say Never
New Jersey’s “Johnstone” Closes
by MarcMercer
AdaLippans,Cynthia’smother,isverypleasedat thenewopportunities
inherdaughter’slife. “It’slikea miraclefromheaven,”shetoldmein
a recentinterview.“IneverthoughtthatCyndywouldbe ableto dosuch
things. I can’tbelievehowshehas changed.Shehas grownstrongex
bothphysicallyandemotionally.It just goes to showyou-navessay
never.”

On September30, 1992, the last residentleft Johnstone,-a state-
operatedresidencein NewJersey. AdaLippens,like,otharJohnstone
parents,was extremelyupsetby the closingand very fearfulfor ha
daughter’sfuture.

“I havebeena grandmothereighttimesand I had neverbeento a
pumpkinpatch,”shesaid. “Idon’tknowhowM.saythis. Thistimeof
year,‘Iunderstand,allthevinesstartto dieandthepumpkinsgetbigger.
Somethinghasto dieand,go to thepumpl@.Johstonehadto closefor
this-toh~ppen.I amnotsurethatI canexplainjust whatI mean. It’s
likethethings,thatsupportushaveto witherawaysometimesbeforewe
cangrow.”

Yes, youread correctly.. . a pumpkinpatch.I had gone to visit
CommunityOptions,foundedby BobStack,anddiscovereda powerful
demonstrationof whatyou cando witha lot of @aginationand”some
aspirationsforpeoplewithdevelopmentaldisabilitiesthatstretdh,rather
than limit their potential.The pumpkinpatch is where Cynthia
participat=.insupportedemployment.AtJohnstone,shehadworkedat
the on-groundsworkshopmakingpensandpackagingsmallitems. “I
likeditokay,but,after15years,,I wantedto leave,”shesaid’ofherlife
atJohnStone.Asked@outhercurrentjob, shesays,“I loveit. It’smy
job and I get paid’for it.” Cynthiais movingon. She has a job
intetiiewat Bradlee’sin thenearfuture.

I askedMrs.Lippenif she thinks that Cyndy will ever Iive on her
own. ‘Neversaynever,=sheremindedme.

It’ssociety,really,’sheadded. “Societyneedsto change.Peopleare
afraidof peoplewhoare different-.I thinkthatclosingthe‘hstitutions
willchangethat. Peoplewillgetto knowthemandwillunderstandthat
thereis nothingti,be afraidof.”

Marc Memeqis S,eniorWriter for the NevvJersey DevelopmentalDisabilities
COuncll. Tlus @cle pared m a special feature@itionabout the closingof.

“?Johnatone,Pm k wtt DLwbilitier, October 1992, Vol. 2,, No. 4. .27.
Contact: TheI$f%vlerseDevelopmentalDiaabilitiesCouncil,CN700, 31Weat

r?StateStreet, Trenton, ew Jersey 0862S-0700.609/777-3238.

RealisticSurvival Guide,Published
Overa yearago, a groupof disabilityrightsactivistsmetin a Seattleconferencemom
forlunchmd albr monthsof workit sccmcdas if a bookon Af-advocacywasfinally
on its way. However,whatcouldbe saidthathadnotk saidhefore? What B.S.!”
saidone manloudlyandclcarl~,usinghis communicationdevice. “Whatarcwc going
to tell everyone?Thattheminutetheyspeakupthey’llmoveiniothe community,@ a
girlfriendandeverythingwillbc all right?Thatthey’llhaveCSWUghmoney?l’hatnoone
will discriminateagainstthem?Thattheircasemanagerwill automaticallyrcap&tUscir
op~ion?Let’sg~ realforonce!’ ‘l%eresultis a publicationthatis straight-shooting,
mythbashing,W-it-like-it-isreallife called: No Mom B.S.: A ReafistfcSurnhd
&ttWfor Disabili(yRightsActivW. Price:$10.00, payableto PeopleFirstof
Washington,P.O. Box 648 Clarkston;Washington99403.
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P T i a M S
A sp a r to ft h e‘ W o r l dP r o g r a mo fA c t i o nC o n c e r n i n gP e r s o n sw i t hD i s a b i l i t i e s ”
( p u b l i s h e di nA u g u s t1 9 9 2 ) ,t h eU n i t e dN a t i o n sG e n e r a lA s s e m b l yo u t l i n e ds o m e
o ft h ef o l l o w i n gr e c o m m e nd a t i o n s :

Participationh Decision-Makhg
● M e m b e rS t a t e ss h o u l di n c r e a s et h e i ra s s i s t a n c et oo r g a n i z a t i o n so fp e r s o n a
w i t hd i s a b i l i t i e sa n dh e l pt h e mo r g a n i z ea n dc o o r d i n a t et h ei n -a n d
c o n c e r n so fp e r s o n aw i t hd i s a b i l i t i e s .
● M e m b e rS t a t e a

t

Prevention

t a k e
a p p r o p r i a t em e a s u r e sf o rt h ep r e v e n t i o no fi m p a i r m e n ta n dd i s a b i l i t ya n de n s u r e
t h ed i s s e r n i n a t i o n o fr e l e v a n tk n o w k x l g e a n dt e c h n o l o g y .C c m r d i n a t e dp r o g r a m s
s h o u l di n c l u d e :
● T h ee s t a b l i s h m e n to fp r i m a r yh e a l t hc a r es y s t e m si ne a c hc o m m u n i t yt h a tw i l l
r e a c ha l ls e g m e n t so ft h ep o p u l a t i o n ,p a r t i c u l a r l yi nr u r a la r e a sa n du r b a ns l u m s ;
. E f f e c t i v em a t e r n a la n dc h i l dh e a l t hc a r ea n dc o u n s e l i n g ,a sw e l la sc o u n s e l i n g
f o rf a m i l yp la r m i n ga n df a m i l yl i f e ;
● E d u c a t i o ni nn u t r i t i o na n da s s i s t a n c ei no b t a i n i n ga p r o p e rd i e t ;
. I m m u n i z a t i o na g a h i s tc o m m u n i c a b l ed iS e a s e s ;
● A s y s t e mo fe a r l yd e t e c t i o na n de a r l yi n t e r v e n t i o n ;
● S a f e t yr e g u l a t i o n sa n dt r a i n i n gp r o g r a m sf o rt h ep r e v e n t i o no fa c c i d e n t si nt h e
h o m e ,w o r k p l a c e ,o nt h er o a da n di nl e i s u r e - r e l a t e da c t i v i t i e s ;
● M e a s u r e st oc o n t r o lt h ei m p m d e n tu s eo fm e d i c a t i o n ,d r u g s ,a l c o h o l ,t o b a c c o ,
a n do t h e rs t i m u l a n t so rd e p r e s s a n t si no r d e rt op r e v e n td r u g - r e l a t e dd i s a b i l i t y ,
p a r t i c u l a r l ya m o n gs c h o o lc h i l d r e na n dp e o p l ew h oa r ee l d e r l y .O fp a r t i c u l a r
c o n c e r ni st h ee f f e c tu p o nu n b o r nc h i l d r e no fi m p r u d e n tc o n s u m p t i o no ft h e a e
s u b s t a n c e sb yp r e g n a n tw o m e n .
QE d u c a t i o n a la n dp u b l i ch e a l t ha c t i v i t i c xt h a tw i l la s s i s tp e o p l ei na t t a i n i n gl i f e -
s t y l et h a tw i l lp r o v i d et h em a x i m u md e f e n c ea g a i n s tt h ec a u s e ao fd i s a b i l i t i e s .
N o t e :F u t u r ei s s u e ao fF u t u r i t y w i l ll i s ts p e c i f i cr e c o m m e n d a t i o n sm a d ei no t h e r
a r e a a ,i n c l u d i n g :e q u a l i z a t i o no fo p p o r t u n i t i e s ;l e g i s l a t i o n ;p h y s i c a le n v i r o n m e n t ;
i n c o m em a i n t e n a n c ea n ds o c i a ls e c u r i t y ;e d u c a t i o na n dt r a i n i ng ;e m p l o y m e n t ;
r e c r e a t i o n ;a n dc u l t u r e .

P u
I n c l u s i o nR e s o u r c e s ,1 1 ,E x p e c t a t i o n sU n l i m i t e d ,I n c . ,S u m m e r1 9 9 2 .T h i s
b i b l i o g r a p h yo fm a t e r i a l sa n dr e s o u r c e sc o n c e n t r a t e so nh o we v e r y o n ec a nb e
i n c l u d e di nt h e i rc o m m u n i t i e s .S e l e c t i o n s ,l i s t e dw i t hc o a t s ,i n c l u d e :v i d e o
p r o d u c t i o n s ,v i d e oc m f e r e n c d w o r k s h o pp r e s e n t a t i o n s ,a n dp u b l i c a t i o n s .
C o n t a c t :E x p e c t a t i o n sU n l i m i t e d ,I n c . ,P . O .B o x6 5 5 ,N i w o t ,C o l o r a d o8 0 5 4 4 .
3 0 3 1 6 5 2 - 2 7 2 7 .
S u p p o t i e dE m p l o y m e n t :A S t e p b y - S t e pG u i d e ,P A C E RC e n t e r ,I n c . ,1 9 9 2 .
T h i sm a n u a li si n t e n d e df o ri n d i v i d u a l sa n dg r o u p si nM i n n e s o t a - - u n d e r s t a n d i n g
s u p p o r t e de m p l o y m e n tw i t h i nt h ec o n t e x to ft h es e r v i c es y s t e m ,a n dh o wt og a i n
a c c e s st oi t .I td e s c r i b e sc u r r e n t“ b e s tp r a c t i c e s , ”a n ds u g g e s t sw a y st og e t
s u p p o r t e de m p l o y m e n ts e r v i c e ss t a r t e di ny o u rc o m m u n i t y .A v a i l a b l ef r e et o
M i n n e s o t ay o u n ga d u l t sa n da d u l t sw i t hd i s a b i l i t i e so rt h e i rf a m i l i e s .P r i c et o
o t h e r s :$ 8 . 0 0 .C o n t a c t :P A C E RC e n t e r ,I n c . ,4 8 2 6C h i c a g oA v e n u e ,S o u t h ,
M i n n e a p o l i s ,M N5 5 4 1 7 - 1 0 9 8 .6 1 2 / 8 2 7 - 2 9 6 6( v o i c ea n dT D D ) .

“Disability Rights Alliance”
A New Name with Renewed
Enthusiasm
A f t en e a r l2 y e aa a l e a d

f od i s a b ir i gi
M i m w s o t, t hU n i tH a n d i cF e d e
h am a da m a j oc h a nA t A n
M e e t i no N o v e m b1 4t hm e m b
r a t i f i ea n en a mf ot ho r g a n k
‘ D i s a b i l i tR i g hA l l i a nT %H n
i t hr e s u lo a i n t e n sy e a r -p h m
e f f o r tI a d d i t i ot hn e w s l eP r o g
w i ln ob c a l l‘ D i s a b iR i gA &●

T hD i s a b i l i tR i g hA l l i aw ic o n
s t r o na c t i v i si i m p r o va c c e s s i
m o n i t o r i nt r a n s p o r t a ti a a ua w is
t i m p r o ve m p l o y mo p p o r t uf a
p e r s o nF om o
i n f o r m a t i o nc o n t a cD i s a b iR i g
A l l i a n c e1 8 2U n i v e r sA v e nW eS u
2 8 4 - SS tP a u IM 5 5 1 06 1 2 / 6 4
( v o i ca nT D D )6 1 2 / 6 4 9 -F A

“DRAGnel” Electronic
Information Service Created
l%ere i n o wn ee l e c t rb u l lb o
s e r v i ci M i n n e s od iD R A GT
n a ms t a n df oD i s a b i lR e s o uA c
t i e sa nG r o u pN e t w on om aa v a
t h r o u gD i s a b i l iR i g hA l l i aT
S e r v ic ab a c c e s sv ia p e r sc O
p u t ea nm o d e me vf ot h or e q u
v o i cs y n t h e s i z eb c a l l6 1 2 / 7 5

T hi d ef oD R A G nc af rt
s i m p ld e s i rt g a t ha ns h ai m p o
d i s a b i l i t y - r e l a t ei n f o r m a tI w c r e
b G o r d oL G i l l e ao A n d oM
w ha c q u i r ea d i s a b i li 1 9a l a
c o m p i l et hf i rn a t i os u mo d i s a
r e l a t ee l e c t r o nb u l l eb o a rp u b li
B o a r d w a z cM a g a z i n

f o
f os e l f - e x p r e s s i oD R A Gi t o uf
n a t i o n ab u l l e tb o a r dA D AD i s a
L aF o u n d a t i oa nv a r iI n d e p
L i v i np r o g m ma c r ot hc o u nP la

e x p aD R A Ga e s t a
t o l l - f r ea c c e st h r o u g hM i n n e

U n i v e r s i tA v e n uW e sS u i2 8 4S
P a u lM 5 5 1 06 1 2 / 6 4 5 -( v oa
T D D )6 1 2 / 6 4 9 - 3 0F A



Lending Library
I%efollowing mources ●re ●vaitableon loan;
poblicatiorufor the weeke; videotapes (VHS 1/2”
caeeeue) fortwo weekk The only CO*to the
benewer is the reluropodege.

Boatdsfmm &ii, S.M. Scrib@r, Scrib-
ner aqd Associates,1991.”(Publication).
Learnm fromwhat oh goes wrong,

1?nonpro t agencyboardscan build on
strengthsand create a “heaved board”

“d involved,wheremembersare:comxm
informed,clearaboutex

Y
tatiohs,

challenged,trained, and eld accountable.

Two featureson one videota : 1) sup-
ported Employment:More k n,Just a
Job, (26 mmutes),storm of several
individualswhoseliveshave ~k~c~he
throu h real work in New Ha

z2) A kah”n Wo~orce: Re ., Wktg,
!!and Disable , (26 minutes), National

Center for Researchin VocationalEduca-
tion, Ohio, StateUniveieity,emphaeizea
en untappednationalresourceand the

tentialof peoplewith disabilitiesin the
IXhr force.

Two featureson one”videdape:1 FamUy
dSttpport:A NewHantpshimLe lalive

Victoty12minu@a),depictshow parents
\and famiy tnernbemsbroughtabout the

creationof a.statewidesystemof family

rP&:K;3:?:20:::7rl%u%:
documentshow New Hampshirebecame
,tie first stritein the nation to shift its
resourcesto provideaerviceain
communities--theclosingof Laconia
~:wflopmentslSemiceaon January 31,

Futurity is Availablaon Audio
Cassette
Pleasetell our friendsand associateswho
do not real print that the can request this

w?monthlynewsletterin a 10cassette
format. Call: 612/296-4018(voiceonly);
612/296-9%2~D OLiY).

McGill UniversityPlans Eighth
Summer Institute (July5-1,6,1993)
The SummcxIna&@m IntegratedEducati6nandC4xnrnunityia* universityprogram
forprofcsiionak,~b, andaelf-advrmtaintereatdinleamingaboutimegmwm“ ;how
to bringpeopkwithchallengingneedsintqachoola,’wrmkplaeea,andcqrnunitka. Thk
ia theeighthyearthattheMcGillUnivemilyof Montrul, Q&beebaasponsoredthcae
two-weekSummerInatitutca.

Courseafix 1993include:Actionfor Incluaion-theLurningCannlunky;strategie4
forDay-to-DayintheCksaroom;WorkingforPeoplewithDif6cultBehavior;Building
Communitiesof Diveraity;TransformingS@oolCuhe+tra tegiu thatWork;and
LeadershipScminariwSystemsChange.Facultyinclude:MarahaForeat,JudithSnow,
JackPcarpoint,JohnO’B~, EvelynL@mu, GerryCross,ShatikAbuTahir,Joe
WMtakeriGordonPorter, Herb Lov@, John Mc- RichardVilla, Jackie
Thousand,andGeorgeFlym.

Contact: Joan Spence,McGiUSummer Jnatitute in Integrated Education and
Commuidty,Ccntre for EducationalI.@crship, 3724 McTavishStrat, Montreal,
QuebecH3A1Y2. 514/39s-7044.

Become A Specialist in Supported Employment
KaposiaWorks, Inc., of St: Paul has establisheda certified apprentieeabip
program for Supported Employment Specialists. A Certified Supported
Employnient Specialist trains, supervise, and supports individualswith
disabilitiesmi thejob. This three-yw 1iarning experiencewas developedwith
the assistanceof theM“mnesotaDepartment of LaborandIndustry. Apprentice
receive6,000 hours of on-the-job-g, PIUS144hours of additionalclass
instmctionrelatedto supportedemployment. For more information,contact:
Patty Pey&, Kaposia,Inc., 380 East LafayetteFreeyvaySouth, St. Paul, MN
55107-1216. 612/224-6974.

Zero in Minnesota
‘IappliedforJ&dicaidformy13-year+son. Eligibili~isbasedonmyson’s
income. His intime k zero. Wehad toflll out an 18-pagebookletthatarked
que.rtionsaboutfmify inmne whichwere itielewnt. Zaskedwhydid Zhave
toflll out 18pagts whenhis inmne was zero? 7heysaid, ‘Wehaveno other
fomuso thatb whywegave thisto~u Ijustreariwd a three-pageformfor
recentfkrationask”ngwhat’shis income. ItpsSWwm.”

Mothds T&timonyat ,TownMeeting
j%finnesotanrSneak-Out!,1992

Futurity BulkRate
U.S.Postage
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