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Dear Friends:

Welcome to Texas and the 1992 National Academy on Partnem in Policymaking.

Across the United States, Partners graduates are working to create change, to in-
fluence policymakers on the load, state, and national levels, and to educate others
on why and how we must create a new way of thinking about people with disabili-
ties. The 1992 National Academy brings together Partners and state coordinators in
a unique convention where past experiences will be shared and new visions will be
explored.

For that’s what Partners in Policymaking are-visionaries. Visionaries who are not
willing to accept the status quo but who dream about how things should be for their
communities, their states, and our nation. Partners don’t just dream, though. Part-
ners are turning dreams into realities.

Partners was, in fact, endowed with vision from the very beginning. In 1987, Colleen
Wieck, Executive Director of the Minnesota Governor’s Planning Council on Develop
mental Disabilities and Ed Skarnulis of the Minnesota Department of Human Services
talked together about the potential impact of individuals being educated and empow-
ered to change public policy as it relates to people with disabilities. From that conver-
sation, Partners in Policymaking was born. Minnesota led the way and set “thestand-
ards. Eleven states foIIowed: AIabama, California, Colorado, Connecticut, Illinois,
Indiana, Iowa, Louisiana, New York, Ohio, and Texas. Twelve states are joining the
efforts in 1992: Arkansas, Delaware, Florida, Georgia, Hawaii, Mississippi, New
Mexico, North Carolina, Oklahoma, S oD a kT e na W V i
Another twelve states are expected to begin Partners in 1993.

No other method of training has achieved the depth and the positive outcomes experi-
enced by Partners in Policymaking. The Partners program is so successful because it
places high expectations on i p a r t i cP a rg r ah b trained in
and developed competencies in specitlc areas that encompass today’s disability issues.

I salute every state represented at the Academy this weekend, for the commitment to
time, personnel, and resources necessary to operate a successful Partners program. I
salute every Partner, for the dedication and devotion you bring to the cause of creat-
ing change on behalf of people with disabilities. And I salute Jopie Smith, Partners
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coordinator from Texas, and Colleen Wieck, whose dream of a 1992 National Acad-
emy has come true today.

My dream-my vision-is that your participation here will create a family across the
United States, a family whose members support each other and learn from each other,
but especially, a family who continues to dream the dream and makes the dream come
true.

Best wishes,

@J2z??@
Deborah L. McFadden
Commissioner
Administration on Developmental

Disabilities
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NEETING REPLICATIONSTATES

FRIDAY-SAmAy, NAY 15-16, 1992
DOUBLETREEHOTEL AT LINCO~ ~

5410 LBJ
DALLAS, TEXAS

A G E

FRIDAY, NAY 15, 1992

8:00 a.m.

8:15 a.m.

8:30 a.m.

9:00 a.m.

9:15 a.m.

11:00 a.m.

11:30 a.m.

1:00 p.m.

2:00 p.m.

3:00 p.m.

3:30 p.m.

4:30 p.m.

5:00 p.m.

5:15 p.m.

REGISTRATION

GOOD MORNING, AMERICA
Welcome.
Roger Webb, Executive Director, and Lee Veenker, Chair,
Texas Planning Council for DevelopmentalDisabilities.

JEOPARDY
ParticipantIntroductionsand Academy Overview.
Fran Smith

N O
The National Agenda.
Deborah McFadden, Commissioner,Administration
on DevelopmentalDisabilities

THE YOUNG AND THE RESTLESS
What Is Partners in Policymaking?
Colleen Wieck and Partners Graduates

A WHACK ON THE SIDE OF THE HEAD
Lessons on Creative Thinking and Instructions.
Fran Smith

LUNCH

BRAINSTORMINGBREAKOUTS 1
Group A: ‘The Dating Game”--Recruitment,Screening,

Selection.
Group B: “Family Ties“--IndividualSupports, Cultural

sensitivity,Bonding.

BRAINSTORMINGBREAKOUTS 2
Group A: ‘Wheel of Fortune”--Training Content, Speakers,

Homework.
Group B: “The Price is Right”--Budget,Staff Roles/

Logisitcs.

BREAK

30 MINUTES
Group Reports.

REFLECTIONSDU JOUR
Ed Roberts, President,World Instituteon Disability

NIGHTLINE
Team Asaignment8,partners Graduates Meeting only.
Kathie Snow

CHEERS
Reception.
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AGENDA

SATURDAY.NAY 1 61 9

8 : 3a.m.

9 : 0a .

1 0 :a.m.

10:45 a.m.

1 1 :a .

1:15 p.m.

2 : 0p.m.

3 : 0p.m.

3:15 p.m.

4 : 3p .

S TT R ET N EG E N E
H oP a r tA Making a Difference.
Colleen Wieck and Partners Graduates

THE PEOPLE’S COURT
Evaluation Is Critical.
T oZ i r p

L E TM AA D E
F u n dS u p p o
Small G r o u
F rS m i

T HW O NYEARS
PostgraduationIssues.
Small Groups
Fran Smith

LUNCH

45 MINUTES
Group Reports.

20 QUESTIONSABOUT PARTNERS
Fran Smith and Colleen Wieck

BREAK

SATURDAYAFTERNOONLIVE
Partners Graduates

WINGS
Closing Comments.
Fran Smith
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P A R T N E

P O L I C Y M A K
A L A B A

444 S D Street
M A 36104

265-0245

**#c**********k**k***k********** **********
*
* ALABAMA PIP ANNOUNCEMENT :
; N.D. - Received prior to 1992 Academy ~
***************A*************************

J 1

D P A

A Governor$s P C D
D iA R C Alabama
are currently seeking applications from interested parents of young
children with developmental disabilities, and persons with a
disability to participate in an exciting, innovative lead=sh+p
training program - Partners in Policymaking. Partners in
Policymaking of Alabama is a one-year training program designed to
p p i t & s b
t t o s of t a s e rf t
o c c q l f p
d i

P P A w a
p ao t p n
s a a v d i e
w c m i s & l policy.iaking.

s i s b m f r Qf
minority communities, people who represent individuals with all
types of disabilities and representation from ~ral, urban and
suburban communities throughout Alabama. . Because we are seeking a
broad patiicipati.on base, we will not be selecting husband-wife
teams but certainly encourage individual applications.

Applications for PIPA are A 1 F
s p w m A 1

h q c this project please feel
free to c a a

Betsy%ince,
Director

BP:mdt

1-800-237-0665
Aha&hip Trainingtiogram

2



***kk*****k*k*****kk****h*******kk**kk**k
2 *
* CALIFORNIAPIP APPLICATION ;
; N - R p 1 A ~
* * * *

ApplicationDeadline:9/9/91t:
the Area IV Board,1700Secona
Street,Suite384, NapaCA 9~555

***

NAME:

IF YOU
PLEASE

PARTNERSIN POLICYMAKING
APPLICATIONFOR PARTICIPATION

NEEDHELPWITH FILLINGOUT’THIS FORM,
CALLTHE AREA IV BOARDAT (707)252-6644.

ADDRESS:

City

TELEPHONE:( )

1. Areyou:

An adultwho has a developmentaldisability?
A parentwho has a son/daughterwith a developmental
HCIWold is your son/daughterwith a developmentaldisability?-

Zip Code

disability?

7&. Describeyour disability(or son’s/daughter’s)and how
life:

it affectsyou-

3. h!hatservicesareyou receiving?(Forexample:school,respite,case
management,independentlivingskills,therapy,etc.)

3



4. Howdidyou hearaboutPartnersin Policymaking?

5. Why areyou interestedin Partnersandwhat do you hopeto get out of the
trainings?

6. Areyou willingto makea timecommitmentof 2 days (Friday~nd Saturday)
duringthemonthsof October’91,November’91,January’92,February’22,
March-’92,April ’92,May ’92,

Yes No

7. Do you currentlybelongto any

and June

advocacy

‘g~?

organizatens? Pleaselistthem.

8. Pleasetellus aboutyou andyour family.

4



+ *
x *
$ C A *
: N - R p A ~
* * *

9. Whataccommodationswouldyou need to participatein Partners?

(Checkall that apply)
ChildCare
Respite
Interpreter
Facilitator
Attendant

TransportationHelp
SpecialDiet
Other:

10. To reflectthe diversityof the NorthBay, pleaseindicateyour ethnic
background:

Caucasion
Asian

Black
— AmericanIndian

Hispanic

***Ifyou needmore space foryour answers,pleasefeelfreetO USe the space

belowas well as the backsideof this page.

5
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SIXLEADERSHIPTRAININGS
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v

Sponsoredby
7%eColoradoInteragencyCoordinatingCounciiforPublicLauI99-457
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KEEPINGPACEwith the changes in our livesis a

challengefor most of us. Someof us also know the

challengesof having a ‘disability”in our own livesor in

our children’slives.This course is for potentialleaderswho care

about the future and who intend to cause positivechange.

Pamers in Leadershipis geared to helping the participantssee and

use their own capabilities.The course will developand expand

effectivecommunicationand vision-buildingskills.

The course is for parents of children with disabilities(especially

parents of childrenunder age 5),c a S

services,and other self-advocates.1tincludessix sessions,with

each session tunning from Fridayevening throughSaturday

a A w w h s F

a b e s course is free for the

participants.Lodging,meals and travelexpensesare reimbursed to

the participants.

This course is presentedby a coalitionof organizationsand

individualswho share a common “heart”with people who have

“disabilities”.The Associationfor Communi~’Livingin Colorado,

the PEAKParentCenter,and ExpectationsUnlimited.Inc. are

working togetheras The CoalitionFor Leadership.Manyof us are

parents of childrenwho have been “labeled”.,40of us believethat

people with “disabilities”have equal rightsas citizensin our society.

El

1



EXPERIENCES

“Myissuestoday are
thesame.on!)’[’w

empoweredtowrite

legislation,callpeople,

mukenewconnections
andpmist,pasist,

pentit.”

Wewould like to share with you some of the comments from
Partnerswho have completedthe Partners in Leadershipcourse.
Welearned a great deal fromthem and are pleased by their
growth and energyand commitment.

“Ibawharmedthattbeultimatemodel,tbeultimatesystemwilibetotreat
myalzugbterasapemonfht, astjsbebadnodisabilities.l%tkvisionismost
impcvtant.”

“1ambettwfbcusedanddirected.Myvaluesarechn~edandstrong.Ifeel

empowredtoleadandlookjotwardtodoingmoreleading.”

Identifytheir personalvaluesand learn to see what values
influencevarioussystemsand other organizations.

Learnto evaluateeffectiveresidential,educationaland work
supports, based upon the qualityof the livesof the people who
are in the programs,

Learnto see how they are a part of their home communities.

Workout a personalplan for some positivechanges that they want

to see and then, begin [o work on getting those changes made.

Identifywhat communicationskillsthey want to improveand work
instructorsto become better speakers and ~-riters.

Learnabout how thingscan change and how changes affect
other people.

%?Jl!l!l@’%””’s”
The course is a must for parents of young children (under age 5)
who have ‘disabilities’and self-advocateswho would like to know
what choices are possibleand then decide for themselves.People

Fortyfivepeople fromdiversegeographicallocationswill be
selected for the course. Seventeenwillbe adults who are self-
advocatesor consumersof adult support services.Twenty-eight
of the participantswillbe parents of children with disabilities.

2



Selectionprioritywillbe given [o parentsof childrenwho are
younger than fiveand to individualsrepresentingminorities.The
selection process will select approximatelythe same number of

men and women, and will includea wide varietyof participants
who can share their experienceswith different“disabilities”.The

course itselfwill stress identifyingand usingeach person’s
capabilities.

Each participantwillhave the opportunityto work on
communicationskills,being assertive,being persuasive,nego-
tiation skills,decision-makingskills.and group facilitation,Much
of the curriculumwill be presented throughgroup activitiesand
exercises, in addition to the presentationsby the faculty.
Participantsw ih ah o m e wa s s i g n

S of the course work will expect participantsto expand their
awareness of their local community.The state-of-the-artin service
delivery systemswill be covered in severalsessions.Of equal
importance, participantswill experiencetheirown unique abilities
to cause others to join them in seekingpositivechanges.

The course includessix sessionson the dates shown below. Each
session will start at 6:30p.m., unless a differentstartingtime is
shown for that session.

v S e s s i1

~ S e s s i2

V session 3:

Wsession 4:

V session51

Session6;

October 25& 26, 1991

November 15(begins at 2:30p.m.) and

November 16, 1991

January 10& 11,1992

February 14 (begins at
February 15, 1992

March 13& 14, 1992

April17& 18, 1992

2:30p.m.) and

3

“1amsotbankfulfor

“Partners”becausem>’

sonislittleand1have

harriedsomuchtobe@
usandotbenthatI

fiel I’malreadythree
-warsahead.”

“’AS1lookthroughmy
notes,I’mouen.ubelmed

~qwhereIsta?iedand
uhre I am now

l%ankywsomuchfor
tbeglftsyouhavegilvn

me...tbegljlsof “wa?s6

means’’...tbeskillsof
negotiating,the

asseflivenessand
decision-makingskills

.wubawbei@edto
sharpen.Tbeparameters
-VWbawbelpd soab~’to
&fine.l%ank)~ou

jiortheop~tiunityto
meetsomanypeopie,to

bqin thenetworking

pmess.”



“7biscoursehasinformed

meimmenselyon man-y
topics.”

‘Ihave learnedso.mucb.

qwciall)aboutm?se~
1realizedthatin the

beginningI badmyown
prejudicesandthoughts

oflimitationthatI

unsn’tprfliousli~au~are
o~I barelearned
practicalidea and been
shownnewcreative

approachestolearning

and thinking.But1think
thegreatestgljitfor mehas

beenthatIbaw been

allowedtoseethetrue
spiritin someoftbepeopk
I baw metbere,”

I i s c m a
f a b i a a m
a v r ( f w i

i r a f r
s m a b A f
a or video cassetteswillnot be returned to applicants.

Lettersof support are optional.Applicantscan arrange to have up
to three letters of support sent to the address below, if the
applicants feel that those letterswould provide additional
informationw-hichwould be helphd to the selectioncommittee.

ApPLICAnONSsHouLDBEMAILEDTO: ..

ACLINCOLORADO,PARTNERSINLEADERSHIP
4 EASTJEWTLL,SUITE9 DENVER,CO 80222

Step 1, Fillout the applicationform and send it in, to arri~eby
August30,1991.

Step2. Ask anyone you want to provide a letter of support for
you to send a letterto the address above.

Step 3. Acceptanceletterswjllbe sent to the selected applicants
by September 20, 1991,

D A
Applicationsmust be receivedby August30, 1991atthe address
indicatedabove.Lettersofsupportshouldalsoarrivebythis

d eA pr a t d w b c
subjecttotheavailabilityofspace.

Tr a i nL o c a
T hcourse will be held at the DenverSheratonTech Center,
Participantswill receiveadditionalinformationupon their
enrollment.

IfYou Have Questions...
may call Partnersin Leadershipto ask questionsabou[

program detailsor to obtain additionalapplicationforms, If )’OU
would like assistancein fillingout the application,please call us.
Our telephone number is: 303-7567234.

Out of Town: 1-800-333-7690.

4



Panicipantsmust agree to attend each of the six sessionsand to
work on all homework assignmentsbetween sessions.

v p am h motivatedand willingto use the

knowledgethey acquire.

v participantswill be expected to identifypersonalg t b
achievedduring and after the training.

v Participantswillbe asked to share their progress in strivingfor

their goals.

v participantswillbeexpectedtowork on facilitatingthe formation

of coalitionsand networks, in the class and in their community.

# g #
Those participantswanting assistancewith course materialsor
activitiesthrough readers, interpreters,physicalfacilitators,etc.,
should describetheir needs on the applicationform.This course is
intended to be availablethrough personalizedaccommodations,to
all qualifiedindi~’iduals.Wewill make every reasonableeffort to
respond to such requests.

Participantswillbe provided with lodgingand mealsfrom Fridayat
6:30p.m. through Saturdayafternoon. Roomswillbe double
occupancy.Travelmileagewill be reimbursed at $0.20/mile.
Participantswill be encouraged to travel together,when possible.
Participantstravelingmore than 200 milesone way may be
reimbursedfor airfare,

Parents havingchildcareexpenses due to attendingthis course will
r persession.Arrangementscanalsobe

made for a partiallost-incomeallowance, in situationswhere

participationin the course causes wages to be lost,Participants
using personalcare assistancemay be reimbursedup to $150per
session for such services.Hotelaccommodationsand group meals
will be offered to personal care assistants.

In summary,the curriculumfor this course is intendedto be
personallychallengingto each of the participants.Wewill attempt
to accommodateindividualneeds, to enable participantsto focus
their effortson the activitiesand assignmentsof the course,

5

“IkarnedaboutLision.
‘Ifyu cansee,-youcan

do. It isa verypouw-jiil
conceptthatI noul

canseetbepossibilities,

I ambeginningtofully
appreciatetheinnate

vahe ofintegration,
1alsonou~recognizethat
supportti L)eq’irnporant
tobeingsuccessftd,

Ihk coursebaspro[ided
mew“tbthetu3ion.

someofthetools.und

thecommitmentoftl,t’
Patinersbip,”



“Paflnershastaught
methat1canmakea

dffwence.”

v

v

v

v

v

Nationalspeakers and facultymembers ~“hoknow”the “state-of-
the-art”~’illshare personal perspectivesand visionsfor the future.

Participantsm l a b c

Participants~ill learn to help friends understand their concerns
and how they can be of help.

P can become more effectivein working with the people
in the “systems”they rely upon.

Participantsm-illlearn to create and expand their own personal
networks.

“’l%ereus atablesetandthq uwe allbauingtea”

6



Pkasefillouttheapplicationform, detach,and returnit toPartnenin Leadesbiptoanive
byAugust.?0,1

1, Name

City

State

Tekpbone

2. Pleasecbeckappropriateboxes:

❑ Male Caucasian ,+atitc.hetican

❑ Female ❑ AfricanAmm”can El Asian-Pac@c

❑ H&panic ❑ o

.3. ~pu aretbeparentofa childwhohasbeenidentt>edasbating ‘ipecialneeak”ora
‘idisabi[it)’’pkwseindicatethecbildkageasofAugust30,1991.

❑ Bi?ibthrougha.ge2 El Age12year3throughage14years

Age3yan throughage5yan ❑ Age15pats throughage21pars

❑ Age6yap throughageIlyears

4. Doyouf&eltbatyouareableto representapartict.dar‘disability’’?~so,pleasecomment.

owr



5.

6.

Doyou havea needfor specialassistanceoraccommoalztions,penorudassistance,
reading,communication,tpecialdiekwyneeds,a translatorin signlanguageor
anotberianguage,pbysicalaccessibilityneeds,etc.?Pleasecomment.

Pleaseattacha wparates ofpaperwitbpur numeand responsestothe
follom”ngquestions:

a. Wbydoyou wanttoattendtbb trainingprogram?

b.Pleaseshareadditionalinformationaboutycwselfsucb asyourworkprefwenctts,
yourrecreationalinterests,youroperiencesin leadembip,yourqberiences

causingpositivechange,etc.

O
~you wouldliketoprovidea briefpersona[biography(upto2-.3pagesin kwgtb)
phsef~lfree todoso. 7WSti nota requirementof tbtiapplicationprocessand
maybedoneinsteadofansweringquestion6babow.

Mailcompletedapplicationto:
AssockJtionfor CoWmunityLivingin Coloradov Partnersin Leaderdvj
4155&zst&well,Suite916vDenw, CO 80222
Pbone:303-756-72.34



:<~eWfiiteRabbitbkwthreeblastsonthetrumpetand then

l(nroliedtbeparcbmentscroll...”



$ * *
~ I A A

UC ** N - R p A
* * *

‘TheUniversityoflllinoisatChicago

O!molsUniversityAffiliatedProgramin DevelopmentalDisabilities(M/C 627)
1640 West RooseveltRoad
Chicago,lllinois60606
(312)413-1647

J 1

D I P

I U A P D
D iAssociation R C I

c s a f i p
c w d d p a
d p P P
a o l t p d i
p aa e i q
p w d d I W

o p i w d
h ia p i p

T p a s b m f m
m c p r i
t s d f a s
B d h b a p p

select h w

E p : l m s s
r c A s e c w t p
M H j s
m a F S

h A 2 2
m

S w m b

m C a
f t s

1 A s

q a
Applications are due on July 20th, 1991. Final selection will be
made by July 31st, 1991.

Inquiries about this program can be di.rectred to either Joyce
Bertram, Program Director (312/413-1975) or Juana T. Garate,
Project Coordinator (312/413-4097) at the above address.

We would appreciate your assistance in identifying qualifed
applicants. Please share this information with other interested
persons. Thank you in advance for your assitance in seeking
qualified applicants.

Cordially,

&*,,or )V

‘3 &h~
o e Bertram

Project Director
.



DEVEI.C)PHENTAL DISABIIZTIESDEFINITION

The temm “developmentaldisabilities”means a severe, chronic disab
of a person which--

a. is attributedto a mental physical impairmentor combinationof
mental and physical Impairments;

b. is manifestedbefore the person attains age twenty-two;
c. is to continue indefinitely;
d. results in substantialfunctional limitations in three or more of

the followingareas of major life activity:
i. self care
ii. receptiveand expressiblelanguage
iii. l

m
s
c i l

v e s e
r p n a c s s
i nor generic care, treatment, or other services
which are of I L f eo e x td u ra are individually
planned and coordinated.

Source: DevelopmentalDisabilitiesAct of 1 ( 1
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$**k*************************************h

~ I ANNOUNCEMENTAND AP?LICATIC
** N.D.- Received prior to 1 A
* * * * * * * * * * * * * * *

I P O L I C
APPLICATIONFOR PARTICIPATION

EAME

ADDRESS

ZIP CODE

TELEPHONE Daytime - ( ) -— — Home - ( )—-—

~**

MARITAL STATUS Married— Single— AGE — Male Female

RACE\ETHNICBACKGROUND

ANNUAL HOUSEHOLD INCOME

1.

under $20,000 $20,000-$50,000 — S

over 100,000

Are you a person with a developmentaldisability?

Yes

y please describeyour disability:

mat services (case zaanagement,supported employment, etc.) are you
currentlyreceiving?

Are you a parenc of a son or daughter with a developmentaldisability?
(Please indicateif you have more than one child with a disability.)

Yes No

If yes, how old is your son/daughcer?

Describethe disabilityand how it affectsthe abilityof your sonldaughter
to function in at least three (3) areas of major life activity:

8



W s (school, respite care, case management etc.) is s/he
currently receiving? P i n o
v s

Describe the school placement:

Do you have other children? Yes —

If yes, what are their ages?

4. What specific issue, area of concern or problem leads you to apply for
z’nisprogram?

In what ways have you been actively involved in addressing this issue,
concern, or problem?

W make a time commitment of two days per month on a Friday and
Saturday during the months of August, September, October, Novembez,
December, January, February, and March, 1990-91?

— y —
Current employment:

6. will you travel to the metro area to attend the regularly scheduled
meetings? (all expenseswill be reimbursed)

Yes R
—

7. Are there any special accominodationsnecessary for you to participate Ln
this program?

— — No

If yes, please describe (accessibility,interpreters,respite, etc.)

9



-. nave you been involvedwith any disability groups, advocacy organizations,
or other agencies? If so, please list them. (Membershipin other groups is
not a requirement.)

P t a a y y f

10. Please list the n addresses& phone numbers of three individualswho
know of your interest in disabilityissues.

11. Pleaseindicatehow you learnedaboutthe Partnersh Policymakingproject:

******k*********~**~*~*~******~***kk*k****;
*ILLINOISPIP ANNOUNCEMENTAND APPLICATION!
:* N.D. - Received prior to 1992 Academy $
*****************************************

10



Please “notethat these a p p l i cw Lb i n d i vr ab a p o
s c r e e n eA p p l i c av ib r e j ei

1. ?eople are not able to meet at the designatedtimes;
2. if they do not fit the definitionof developmentallydisabled;
?-. if they are deemedtoo lmovledgeable\activein developmentaldlsabtlities;
4. as the population of Illinois, the group vill be varied by disability,

~eographicregion, age of the person vith disabilities,race 15sex.

inquiriesabout this program can be directed to the folloving individuals:

Fabricio E. Balcazar, Ph.D., Principal Investigator
Joyce Bertram, Program D
J C P C

G
~ of Illinois, Chicago

:540x. Roosevelt Xoad
:hicago, Illinois6

WE
The UniversityoflllinoisatChicago

llimotsUnwersltyAHiliated ProgramtnDevetopmentalDEabthtIes(M’C627)
l&u3Wes! RooseveltRoad
Chl-go. lIlmols6C608

11



Governor’sPlanningCouncilonDevelopmentalDisabilities

Partners in
Policymaking



P a r t n ei Policymakingteachespeopleto be

communityleaders.l%eprogramis designedto

provideinformation,training,resourcesand skills

buildingto parentsof young childrenwithdisabilities

andto peoplewithdisabilitiesso that theymayobtain

the bestavailableservices.The programis opento

a limitednumberof interestedpeopleat no COSL

“Thetraining, education and
support I received has given me
the tools to advocate for my son
and it has opened my eyes to

the needs of everyone with
disabilities.”

WHAT DOES IT GIVE YOU?

Thisprogramwill giveyou the opportunityto meet

and talk to internationalandnationalleadersin the
fieldof developmentaldisabilities.Youwilll

understandand helpchangepublicpolicy.It will

acquaintand connectyou withorganizations,

oppo~nities and possibilities.Theprogramwill

educateyou about currentissuesandstate-of-theart

approachesas well as howpoliciesare madeat local,

stateand nationalievels.Theoverallgo~ is toreach

a productivepartnershipbetweenundersenwdand

unsemd people who needand use services for

developmental disabilities and those people who

make public policy.



“Thisprogram is excellent
because it empowers people with
disabilities to pursue their own
agenda.”

You willa t s a
eight timesa year,betweenJanuaryand September.
Duringeach session,expertsin specificareaswill
presentup-to-dateinformationanddiscussrecent
breakthroughs.The sessionsbegin on Fridays,
shortlyafter the noon hour and concludeon
S lateafternoon.There is ampletimeto
conversewith the speakersin eithersmallgroupsor
on a one-to-onebasis.A maximumnumberof 35
peoplewill be selectedto a~tendtheprogram.A
screeningprocessthat attemptsto obtaina balanceof
people (peopleof color, low incomepersons,single
parents,personrepresentinga varietyof disabilities,
gender)will boused to selectparticipants.

All participantsare paidfor their travel,personal
assistancesemices,respitecare, and childcare.
Lodgingwill be providedif you liveoutsidethe
metroarea. Mealsare also be provided.

Each sessionis devotedto a specifictopicor levelof
government.you will be expectedto complete
assignmentsbetweensessionsandto completea
major assignment(suchas serveas an internwithan
electedor publicofficial)by the end of the program.

Partners in Policymaking will train and
educate you f

The history of the parent movement,
self-advocacy, and independent living
movements

The reasons for integrated, quality
education (including post-secondary) for
people with developmental disabilities

The importance of whole life planning

State-of-the-an technologies ?or people
with severe physical disabilities

How to analyze your county CSSA plan,
case management and the strategies
used in the county planning process

Creating homes and family support

+ T i o e a
c

●C f ei a t
process by which you can channel your
:cncerns

+ Necessary skills for provic!i.ng testimony
or meeting with public G;’:.:::.;.

+ ~~~~~=-.2~;j. ,,. ~ -’o”== for advocating
for SI=MCPS4,



-Thereis a growingmovementtowardintegrationin
public schools,an increasingdemandfor inclusive
communities,and a greatereffort for fuIlaccessibility
for peoplewithdevelopmentaldisabilitiesall across
Mimesota. Althoughsegregationis decreasing,
manypeople are stillunservedor undersenmd.
Partnersin Policymakingneedsyou to helpmove
our education systems,supportedlivingprograms,
employmentopportunitiesand technologiestowards
excellence.Yourinvolvementwillcreatesolutions,
andpromote improvementin Minnesota’sservice

“Iam now proactive rather than
reactive.Partner>hos changed the

way I act, [ook and speak on
issues.”

If you feel the ne@ for increasedskillsin leadership;
if you want to shareanddevelopa collectivevision
for theyear 2000 and beyond;if you wantto ixet
and dis’cussissues tith leadingexpertsin thefield
of developmentaldisabilities;if you wantthe
opportunityto developgrassrooteffortsto affect
publicofilcials;if you want the chanceto seeand
experiencethe newesttechnologiesandpractices
available;if you want to understandthevarious
social servicesystemsand how to accessneeded
support;if you want to be as ef&ctiveas possible
so thatyou can influencegovernmentprocesses
and policiesyou shouldapply now!

“Partnershas done a rernurkable
job of increasing my confidence,
knowled~e and skills.”—



Formoreinformation,contact
DavidHancoxat 612/349-2559
or ~<~1“7~’:.99fj2TDD

T*UIW3S@send yobl~ application to:

Governor’s Planning Council on
Developmental Disabilities
300 Centennial Building
658 Cedar Street,St.Paul, MN 55155

T hp r o gw f u nu np r o vo t
D e v e l o pD i s a b iA o 1 9( P1 0 1
C o n to t hp r od on n e c er et
p o s i to p o lo t G d v eP l a( Xo
D e v e l o pD i s a b in t ho t D e po
A d m i n i s t r



APPLICATIONS ARE DUE BY
DECEMBER 16, 19S1

APPLICATION

A d d r e

P h o( Hm

A ry oa p a r eo a s oo d a u gw h a d e v e ld i s a
P l e ai n d i ci y oh am ot ho c hw “a d i s a

Y ea N ❑ A g e

IF YES:
D e s c rt hd i s a b ia nh oi a f ft a b it f u ni a l e a
o t ha r eo m al ia c t i v

W5at ~~p{i~~s are you currently receiving (school,respitecare,casemanagement,etc.)’?

D e s c rs c h op l a c e m

D y oh ao t hc h i l d
Y eo N ❑ H t iA g

Are y oa person with a disability?
Yes ❑ No ❑

W ha ry oi n t e r ei t hp r o gI t ha s p ei sa o c oo p rt
e n c o u r ay ot a p p

—.
W i ly om aa t ic o m m io t d a( F t i d a yd ut m oo J a
F e b r u aM a r cA p rM aJ u nJ ua S e p t
Y e❑ N ❑

P i e as a ny oa p p l i c at oG o v e r n o r ’ sC o uo D e v e
D i s a b i l i t3 0C e n t e nB u i l d6 5C e dS t rS P aM 5 5



C u r r eem@oyment: ———.. -..—.. .

W i ly ot r a vt t hmetroarea to attend regulartybeduled meetings?
Yes ❑ N

A V wa ns p e ca c c o m m o dn e w sf y t p a r t
Y e❑ N o

P l e ad e s c r( a c x e s s i bi n t e r pr e s pe t

....,,. .. .. .

D y oc u r r e n& l ot a na d v oo r g a n i
If so, please list. Memberships are N a requirement.

‘Please tell us a little about yourself and your family.

L i st wt t h rr e f e r e( n aa d d rp h o

P l e ai n d i ch oy ol e a ro t p r o g



* *
*

: I A $; N - R p A *
*kk**kk**k**k*****A**k*A***k**k*k***k***z

P P
A P

N

A

ZIP CODE

TELEPHONE Daytime - (

RACE/ETHNIC BACKGROUND

)- H - (

(

******************************************************************

a p w a d d

y p d y d

f s ( m s e e
c r

a p a son or daughter with a developmental
disability? (Please indicate h m t c
w a d

If yes, how old is y

D d

son/daughter?

a a of
s of l t ( a of major
life activity:

12



What services (school, respite caret case m e

3

4

5

6

7

s c r

D s p

Do h o c

y w t a

i p P
P op t a s i a
c or p t e a t
p

W m a t c d (
S f t d m O 1
t M 1

C e

Do y oa n t i c ia np r o bw ig e t

Y eN

W i ly ot r a vt D eM o it a tt
r n e e t i n( e x p eW ib r

t a ns p e ca
p t p

t f w

s

to



8

9

1

If p

**************************************%**
ii *
* I A
~ N :- R p A ~
* * *

d ( i respite,
\t?tL-.J

c
p l t
o r

b a o SO,
o M o

a r

P t a little about yourself and your family.

P l n a p n t
r

14



P i l a P
P op

12. My home-town newspaper is:
(Name) (City)

(S i g(

R S 1 61 9t S y lP P C
I P & A
S I
3 M R S 6

M I 5
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*************** **************** ******

T P * Receivedp 1 A
g council ********************************

D
D

4900NorthLarnarBoulevard,AusdmTex*787S1-2316 LeeVeenkeGChaixraan
( 5 14 8 3 4 0( 5 1 2 ) 4 8S hC C
R W E D M 1

DD CouncilSeeksParticipants
for Partnersin PolicymakingProgram

P a r t n eP oi m l t s p h
p s tk a d d ii a b t c
n to becomeadvocateswhocan effectivelyinfluencepublicofkials.

TheTexasPlanningCouncilfor DevelopmentalDisabilitiesis currentlyseekingapplicationshorn inter-
estedpeoplewho havedevelopmentaldisabilitiesor parentsof youngchildrenwithdevelopmentaldisabili-
ties to participatein Partnersin Policymaking.This programis designedtoprovideinformation,training
andskillbuildingso thatparticipantsmay obtainthe mostappropriatestate-of-the-artsemicesfor them-
selvesandothers.

Theprogram educates participants aboutcurrentissuesand bestpracticesandfamiliarizesthemwiththe
policymakingandlegislativeprocessesat the local,stateandfederallevels. The overallgoalis tu achieve
a productivepartnershipbetweenpeopleneedingandusingservicesandthosein a positionto makepolicy
and law.

“Partners”attend2-daytminingsessionseight timesa year witheachsessionbeginningFridayat noon
andconcludinglate Saturdayafternoon. Each sessionis devotedto specifictopicswithnationallyknown
expertsas presenters. “Partners”are expectedto completeassignmentsbetweensessionsand alsocommit
to one majorassignmentsuchas setig an internship,organizinga letterwritingcampaign,or organizing
specialreceptionsor townmeetingsfor publicofficials. ~

. .

Sessiontopicsinclude:

■

m

■

■

■

m

■

■

H -IndependentLivingMovement,ParentMovemenGPeopIeFirst Movement

Education- Inclusiona Q u

SUppOrtdLiving,PersonalFuturesPlanning,FamilySupporLS E

AssistiveTechnology,Seatingand Positioning,ChallengingBehavior

StateLegislativeIssues

FederalPolicyandLegislativeIssues

AdvocacyOrganizationsand Efforts,CommunityOrganizing

ParliamentaryProcedureand How to TakeControlof Meetings

Planningandadvocatingfor independence,productivelyandconunum”tyiruegration
AnE@@Qalumt“yr



T hC o u n cisactivelyseekinghighlymotivatedmen a w p a ri t P ai Policy-
makingprognun We are particularlyeager thatthe membemof the grouprepresentW%rent ethnicback-
gmunds,clifferentgeographicr eo t s a no fA w
i n ti r ep ew a n a involvedinexistinga o rP
f & m c oo t p f m dt i ni no c t DD Councilto
obtaina d dcopies. E xf t rl om n c a a s f p
= P f i c i pt b ~ i m

Applications~bepostmarked byMay 15,1992, to reeligible. Final selection will be made byhly 1,
1992. Monthlytrainingsessionswillbeheldfmm SeptembertoMay,excludinglkcember.Fax copies
willnot be accepted.

Applicationsalsoare availablein braille,largeprint,ASCIIandonaudiocassette. To obtain alternate
formats,pleasec

JopieSmith
TexasPlanning Councilfor DevelopmentalDisabilities

4900NorthLamarBlvd.
Austin,Texas 78751-2316

(512)483-4089or (512)483-4099(TDD)



Partnersin

. . ,.,.n . . . . . . . . , , , . . . . , , * _ . . . . . - , . . - _ ~ ~ ~ ~ ~ . _ _ _ _ ~

*

* TEXAS PIP APPLICATION $
- Receivedprior to 1992Academy ;

*~*** *****************k****k

Policyrn*a~mg
Applicationfor Participation

A D

Name:

Address:

Zip Code:

Telephone:( ) DaytimeNumber:( )

Areyou: Male Female Ethnicity:

1. Areyou a personwitha developmentaldisability? (Seedefinitionon backpage.)

—YEs NO A

y p d d d

2. Are y oap a d w ad d h
child with a ~sability, please answer for each child. See definition of “developmental disabilities” on
back page.)

YEs NO Youra

y
D d a a y s f in at least

three(3)of the areasof majorlife activity( definition):

b Howold is yoursorddaughter?

W d d



2

3.

4.

5.

6.

7.

Continued:
d. Whatservices(school,respitecare,case managemen~etc.) is yoursonkiaughtercurrently
feceiving?

Describethes p

f. Doesyourson/daughterlive at home?

Do youhaveotherchildren?

YEs NO

If yes,whatare theirages?

YEs

.

i p P P p

Is therea spa’ificissue,areaof concern,or problemthat encouragesyou to applyfor this program?

Willyou makea commitmentto attendeight2-day sessions,heldmonthlyfromSeptemberto May,
exceptDecember?

YEs NO

Willyou travelto Austinto attendtheregularlyschechdedmeetings?

YEs NO



8. Arey ow h a ( r YEs NO

9. Are there any s a cn p t p

YEs NO

If yes,describeaccommodationsneeded(accessibility,interpreters,respitecare, attendant
servicesetc.):

10.

11.

12.

P list anymembershipsin advocacyorganizationsandindicateanyofficeheld.
(Membership othero w ar

What types of experiencehaveyou had in advocatingforpeoplewithdevelopmentaldisabilities?

P tell us a littleaboutyourselfand your family:



13. Pleaselist tworeference-names, addressesandphonenumbers:

1.

2.

14. Pleaseindicatehowyou learnedaboutthePartnersin Policymakingproject:

Pleasemail the completedformto:

JopieSmith
TexasPlanningCouncilfor DevelopmentalDisabilities

4900NorthLamarBlvd.
Austin,Texas 78751-2316

(512)483-4089or (512)483-4099(TDD)

———————.

t “ dd i s a b i lm ea s e vc h rd i s ao ap e5 y o a o o w -
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SELECTIONPROCESSRATINGSHEE1

APP.# Gender Age Morltrrl Ethnic Income Dkobility Age & Gendef Meets Levelof Afflllated Nrsrratlve IaTtdl
of APP. of APP. Sfalus Background level MR/MR+ of krd.w/dis Crlte[la Activism Organlzaflons Rate 1-10

ILLINOISPIPSELECTIONRATINGSHEET
N.1).- Receivedpriorto1992Academy



*****************************************
* IOWAPIP SELECTIONPROCESS *
* *
~ N.D.- R p 1 Academy ~
*****************************************

P P

P S P C

P P p w s
u f p

2

3

4

5

P a a w s
O 1 i a

o ri

p b w a a
n s n p s w

i a n r M
R

P a w c a
r P & A o

M c w s a
o rd

A w r P &
A b N 1
N 1 P s S
C w m r s p
p b t c N

1 a w n r
r t s p c

w s t a s
p P P

c r d
P P S C
s p p d a b
w the g p ‘

p a

a a p i
w a d d

a a p w a d
d

a w h l
e w p

B t p r S C
P s w r a

p aa a b g i

a g l
A s
Applicants’ race or culture.

4. Specific developmental disability which affects the
applicant and/or their family.
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A c w a d d
a c w d

o a q e
p oa a t p
r i a l a
P P a s i
p ap i c
i dl m o l

o c t f w a
b i a l s c
w w a a
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iforIndividualwitha Disability

FP forFosterParent

CO1”Jmn 2 -

Column3-

C mm 5-

Sender-

.’+,~e-

3 Group

k!?t-enteranX ifap~iicantrearesentsso-neovlei’Jhoismerltailv
retarded

“~t~er.enterot.+ertv~eofdisabili‘LVrearesenteti

Local

5 = enteranX ifindi\i5ua!1ivesir,suburban2:ea

L’= enteranX ifindividuallivesinurbanarea

F?.= enteranX ifindividuallivesinr area

Level Activism

Review the information~rovidedby tfiea~~!icantto determinethe
levelsof his/5eradvocacyactivitiesw involvementin rela?ed
com,nunity.Drograrns.IFL.teran‘X‘under“H”lftheindividuala?pearsto
havea highlevelofactivity,an X underthe“L”iftheindi’~idualfiasa

!17!1jf ~,21Jare..jn~~!eto ma+e 2low levelof activitvor an X under .
detpr!min~ti~n>ased on The Ii ~ited arnoun: of iniarmaticnon tje

applicationfor:mo

Insert forfemaleor .~~\ql~for,maleof tje individualm~!<in~ the
application.

Entertheage of theindividual)~ritha disa5iiitvbeinqrewesented,not
theage of theapplicant.The onlyti,methe a!?eof the aDDliCa~tis
enteredisifthatpersonisalsoacwrsonwit!72 dis;5i1itv.

*fih*n*hk**************k*** **k**kkk*kk* **k
k
* NEW YORK PIP SELECTIONFORM :
: N.2. - Received prior to 1992 Academy ~
~$.+:~~~&~A.~~*********~***********k kk * * k *A *
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~olumn6 . Race

Snteran X underthe aoprowiate COIIJrnnto identjfy whet;kr the
applicantrepresents a minority or majoritv et+nic Zrouo. Ifthisisnot
statedontheapplicationputanX inthe“?”column.

C o l u7 N a r r a

.Afterreadingt>enarrativeinforrnatio~~rovidedby thea~~licant,~twill
be necessarytoassigna subjective,nunericalratingtoitscontents‘v~t!l
“l”beingthelowestratingand “10”beinqt~ehighest.Thisratin:will
be basedon a determinationOf t+e individual’s pur~oseforapolvin?,
aailityto fully~artici~ateinallsessions,andinterestinbecominq3:7
advocate.

Column8- Meetsi criteria

Reviewallentriesmade on thisformfortheapolicantandDutan X in
the“Yes”colu,mnifhe/shemeetsthebasicrecruitmentcriteria,oran X
in the“No” column ifhe/s5edoesnot. For exa-n~le,if vou had
determinedasoneofyourcriteriat$atal]oarticigantsshouldbe-garents
thenanyone,nota?arent,wouldnotmeett3ebasiccriteria.

Column9 - Rating

Inrevie”,vingtheinformationavailableon eachan~licationjan eve-all
ratingshouldthenbeassigned. a d n m b
t receivedverylowscoresinthenarrativerevie.venteranX in

the“No”column. -

Iftheindividualmet allcriteriaanda~pearsto h a gOd candidate ~~t

anX inthe“Yes*gcolumn.EnteranX undertfie“?”ifyouareunsureat
thistimeabouttheperson’sinterest,abi!ity,or aDDrorriatenessas a
participant.

21



Partnersin Policymaking

ApplicationNumber

RATINGXIRM FOR APPLICATIONS

Rating (1, C

Y W F

- R p 1 A

8/24/90 22



*****************************************
*
* *

Y R *
~ - R p A ~
* * *

i

O R F

Pleaselisttheserialnumbersinpriorityorderofthe50topapplicantsyouhaveidentified.We :~ili
thendoananalysisofallyourresponsestocompilea MasterList.Beginwithoutnumberltoenter
thenuinberofyourtoppriority.

L

2.

4.

5.

6.

7.

8.

3.

1!).

11.

13.

14.

—

27.

~&

2!3.

30.

3L

32.

33.

34.

35.

36.

37.—.

38.

59.

40.

41.

42.

43.

/+!+.

45.

46.

47.

Llg.
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$*****#+********************#***********g
** TEXAS PIP SELECTION CRITERIA 2
: N.D. - Received prior to Academy ~
*****************************************

PARTNERS IN POLICYMAKING

SelectionCriteria

o Minorityrepresentation

o Rural/Urbanmix

o Good g e o g r a pr e p r e s e

o N oi n v o lin advocacyorganizations/Newblood

o Gender-- Male/Femalemix

O Crossdisabilityrepresentation

o Motivatedfor systemschangeversuspersonalgain

o Pro-community

o Enthusiasmfor learning

o Evidenceof commitmentto long-termadvocacyefforts

o Age -- Parentsof children5 and undermost preferable
-- Consumersunder35 most preferable

24



****************************************
*
* TEXAS PIP SEL5CT10N CRITERIA %

- Received prior to 7992 Academy;
z*:;:;i*********************************

P A R TIN P O L I C YS E LC R

C o n s

NAME

BestPractices

1. Recognitionof importanceof Independence,Productivity,
Integration.(+10)

2. Understandingor willingnessto learnthatm s e
d n or e f lb ep r a c t( +

Advocacv

3. Commitmentto long-termadvocacyefforts.(+10)

4. Supportfor systemchangestrategiesversuspersonal
gain. (+10)

Other

5. Uniquecircumstancesor personalhistory.(+15)

PersonalCharacteristics

6. Minorityapplicant.(+8)

7. Minimalprior advocacy

~PCDD\WORD\JS\SEL-CRIT.DOC

experience.(+5)

TOTAL

25



P A R T NIN POLICYMAKINGSELECTIONCRITERIA

Parents/Famfly Members

NAME

Best Practices

1. Recognitionof importanceof Independence,Productivity,
Integration.(+10)

2. Understandingor willingnessto learnthatmost services
do not reflectbest practices.(+10)

Advocacy

3. Comnitmnt to long-termadvocacyefforts.(+10)

4. Supportfor systenchangestrategiesversuspersonal
gain. (+10)

Other

5. Uniquecircumstancesor personalhistory.(+15)

PersonalCharacteristics

6. Minorityapplicant.(+8)

7. Fatherof individualwith disability.(+5)

8. Minimalprioradvocacyexperience.(+5)

9. Son/daughterage O-5 years.(+6)

Son/daughterage 6-10years.(+4)

TOTAL

* * *
* *
: TEXAS PIP SELECTIONCRITERIA 2
~ N.D. - Received prior to 1992 Academy ~
k**kh*********k*kk***k*~k*k**&**~**&*k**k
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;**************************************** *
* A A L *
*
$ N - R p to 1992Academy~
*****************************************

O 1

D P

y w a n h b s
a P m P

8
A a l

r p s A
?

o P C Y
Deve o D A R

C A k P a n m p
i e r s s

\
a w %
p d d

r o a C S
c e n f
a ph a c m c a t

s i
~ ~a nt c m a s
i t l l t c
C oy s a o h at o p oo

ia c q u i ~ ls uv a l ui n f o ra a d vt n i

Enclosed you will. f a t s a ma
5

o
important ln~omatlon. We will make arran ements a
aCCOTHn0CL3tiOIlS p ?t f z
l o a

?
P a m c

h . h c p c
p

I h c
1

s w e
p e t s e e
o this p I h t I a q
c t h r ~ I s

c a h p
a ct m n o a L
c w t a y n m
n

1
a t y t M W

c p P f f c t
q l u

Also e y f l p s
e a b

%
r g

d ip ar a a o If You
w c a p f a r t
n e , p f f

P r e m a s
h q r i c p
A c o$I l o r

J
w

w on t e mnovatlve pro]ect. ogether we can
make a d f i w d
d it f O

Sincerely,

B P
D
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September 6, 1990

D P P A

Thank s y a p
l t p P P A
s A G P C
D eD A R
C A E a h a c m

c a t n w A s
i ndisablili.tes and new opportunities that could make
a significant impact in the lives of people with di.sabiliti.es and
their families. We are sorry to inform you that you were not
~e~ec~e~ t. be a participant in this yearls project but thank YOU
.c,..,.- “T=’=~~our +L1.,.....,i~.. -, anc? interest.

\7p-are pl.easecito say that we rece~.’;ed m t applications
from interested parents and individuals with disabilities.
a ps e s w c
. t a o c n
s a q t p h A s
i a b t g g t
d ip ar T
t f i c oa v d s
p

S l n p P
S C make some very difficult decisions b

a f

A t y i t c
a ph t w s P w
a c t l p a h
o pa

w d iP i p
w r m l p c

s p I f a
f p f f c

S

B P
D

BP:mdt
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- T P C
D

4909>wthLamarBoulevard,Austin,Texas78751-2316 LeeVeenker,Chairman
(512)463-4080 TDD (512)483-4099 JerijeanW Work,ViceChairman
Rnger.4.Webb,ExecutiveDirector

June18,1990 ******************************************* *TEXASPIPACCEPTANCELETTER *
~ X.D.- Receivedpriorto1992Academy~
*****************************************

Kathryn Snow
4008 Clayton Road Rest
Fort Worth, TX 76116

Dear }!s.Snow:

Congratulations! You have been selected to be a participant in Partners in
Policymaking. h’ereceived85 applicationsand the task of selectingonly 30
participantswas extremelydifficult.

AS you know, Partnersin Policymakingis a nine month programdesigned to
increaseempowermentand improveself-advocacyskillsof individualswith
disabilitiesand parentsof childrenwith developmentaldisabilities. h’ehave
Enclcsed informationregardingthe scheduleof tr?iningsessionsand other
-.....-,:~,~r,~information. Your contractis also enclosed. Please read it
=-~fully,sign ali 3 copies and return them in the attached envelope byIGIL,
July ‘3,1990.We will review reimbursement procedures and ground rules with
j,~udurjfigthe first Session.

f s w be held Friday and Saturday, August 24-25, at the
ttoufferHotel, 9721 ArboretumElvd. , Austin. Registration will begin at noon
Gn Friday and we will adjourn by 3:00 p.m. on Saturday. We will reserve rooms
et the StoufferHotel for participantsoutside the Austin area and arrange to
have them direct billed to our office. Please completeand return the
participantinformationsheet attachedso that we can niake the appropriate
arrangements. If you ever have any questionsabout hotel arrangements,
contact our office. Please do not contact the hotel directly.

L’ehave enclosed “A New Way of Thinking”for you to read prior to our first
session. Consistent attendance is very important to a successful experience
and”we requirethat everyone be present at all sessions. Because of limited
space, we will not be able to accommodateany visitorsat the Partners
trainingsessions. Please keep that in mind if you bring family members with
you to Austin. You can be reimbursedfor respite care services in your home
communityto enable you to leaveyour childrenat home. Please let us know if
this causes any problems.

P remember to return the contract and information sheet tousbyJuly9.
d h f t t will assume you are no longer

interested in participating in this program.

Again, congratulationson being selectedfor our first Partnersclass! We are
excited about this program and think it will be an excellentopportunityfor
all participants. Ifyou have any questionsor concernsprior to August 24,
please contactJopie Smith at (512) 483-4089. See you in August!

Sincerely,

Roqer;lebb
Ex;cutiveDi’rector

29
,?j~n~~ngand advocatingforinde~endence,productivityand community integration.

An Equal Opfmiun:ty Em@mr



*****************************************
* *
* AL4BAMA PIP AGREEMENT *
*
; N-D. _ Received prior to 1992 Academy ~
*****************************************

To Potential Applicants:

If chosen as a participant in the Partners in Policymaking of
A p I m u a f

I m a s 8 t s b
F 1 p t 3 S

I a s f e r a
t c m

I w d c t a i
l w p c e o
a l & s m t b
l & s b s n a
p i w o p

I a k r s b m
r c r a r
P P oA

I P P A a

2.

3.

4.

Provide, face to face, the most up-to-date information
available from national experts in the field of developmc,ntal
d i

P r m s & r
f p w a w r t
r d d w i
s i a i

P b r p & d e l
s & f l a p t
a i p p r
d i

P r p e g
i f e p r
c p P w p F

d S b l E
p t l r c

h a r t o D
f f c P 1 2

B P
D
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XXX%XX%XXX%X********%XXXXXX%X************
*
*

*

* ALABAMA PIP AGREEMENT 3
: N.D. - Received prior to 1992 Academy ~
**k*kk*k***k*kk*******kk*kk*********k****

P P A
C

a p
,

P P p I
u a f

1.

2.

3.

4.

5.

6.

I a a s e
e I a c i B P
P - 1

I a a d f s
p t i a at 1 p
F l b 3 S
u o p s

I w i s c o
u g P P H
a ca a r b
I d d f t a I
e a r c P

P w c a
c P w a make all contacts &
a w h

d r e t e
o c t a w p
P a m t d

m r - m
meal costs; and

c. respite care costs/attendant care costs.

I agree to submit forms for expense reimbursement in a
timely and c m M i a
r g not to exceed $5.00 b
p t p l h b 6

a from h o $7.oO lunch provided
that the person is in travel status more than 35 miles
from his/her home or is away from h o
$ d p t p c r
h u a 7 p a f h o
n P P w p F
d S b l

R c b & p c a
s w r b u a
p m a r t r

c w n

I w d c t a i
l w p ~ a l
s meetings, testimony before local or state b
n a i w o p
I w s a ‘ r m a
r P P
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7. I will choose one major assignment from the following
list:

a. Internship with Legislator\exeCUtiVe branch;
b. Monitor hearings;

Organize petitions\letter campaigns;
:: Testify;
e. organize meeti.ng\receptionS with members of

A C D
Other ( s

I a k r s b w m
r c r a r
P P w n m p
o a a s o a
c p p c p p
s m a o j

I a s e t o
e l m f g W
zpclnso]:sF:::-:.”I”!:’T:;ir. - >l e ] .

—— ——. .— .—
D Participant; s Sign2tur12

1. P f the most up-to-date i
a f national experts in the field of
d r , t

P r n s r
f p w a w r t

r d d w
i s i a i

P b role play and direct experiences at the
local, state and federal. levels of government to assist
participants in their a i p~blic
policy.

P ~ z-eitiatirsc expenses g i

D Betsy P P D



DEVELOPMENTAL DISABILITIESPLANNING

PARTNERS INPOLICYMAKING

COIJNCIL

LetterofAgreement

As a participantinthePartnersinPolicymakingproject,
follo!~’ing:

I understand and agree to the

Iagreeto attend allsessions. Intheevent ofanemergency, Iagree to contact
and informSW-le~Reynolds-at-1400-395-3372.

7.-. I a:ree to arrive and departfromsessionsattheDrescribec!tifn?S; i.e., a~rii’e

at6:00p.m.on Fridaysandn leavebefore3:30D.m.on Saturdays‘dnless
otherwiseprescribedintheschedule.

3. IwilInotinvitespouses,children,or other unexpected guests to Partnersin
Policymaking.Hotelaccommodationsarearrangedona roommate!xisIS.I<~
desireto deviatefrom thisarrangement,I willbe e
additionalroomcharges.?artnersin~oli~y,~a~ing\vill not cover any ‘Of ~}~e
additionalcosts.

$. Per die~ ratesareesta~lis~ed~~rtravelexpenses.?~:~i~i:ji’:- .‘ “’.”
maintainthese.

.>. I~~~eeto~~~bm~tformsforexpensereimb~r~ementina t~~e!vant-7“Y-!-’”-,..
manner-.PartnersinPolicymakingwillprovideFridaydinneran:; .......,.,..,,..(,:.
breakfastandlunch.

6. I willdemonstratecornpetenciesthroughaction;i.e.,letter ~’ri~~~’:~~,o:”““‘“?
calls,attendanceatlocalorstatemeetings,testimonybeforelocalorS::.:Is
bodies,nev’sarticles,andinteractionwithother particimnts.Iw’i!.!~’.’”:~-~’~’:‘
“brief”reportofmonthlyactivitiesreIatedtoPartnersinPolicy.makinq.

7. Iagreetokeeprecordsand submitbriefwrittenmonthly~e?ortsOf ConlaCTS

reIative to, or as a result of, partners inF’olicymakh,g withnewsmedia,? ]~c
. .offIclals,actionalerts,s or:anizat ions a c . y 7 a T

phone calls, public y-esentations o speeches given, meetin:s a~te~fie% ~TI~
,.

organizationsjoined.

8. iagreetosubmitestimatesof my time and out-of-pocketexDensesasIo:ai
DartnersinPolicy~a~inqomatchforthefederaIgrantwhichsponsors .

9, Pleaseco-npletethefollowing:

I h’i11 need the
considerations:

NEW YORK PIP LETTER OF AGREEMENT

N.D. - Received priorto 1992Academy

Iam willingtosharethehotelroomwithanotherparticipant: Yes ‘(o

33



19. I ‘.villneed the followinq special accornmodatio!)s:

—. ——

-—-— —-

Signature

Address

Tele?hone

34



B1ank Form

$**************************************** 4:* TEXAS PIP AGREEMENT %
$ N.D. - Received prior to 1992 Academy ~
*****************************************

A G R E EFOR PARTNERSIN POLICYMAKING

This agreementis betweenthe TexasPlanning Council for DevelopmentalDisabilities
(theCouncil)and (Trainee).

1. This agreementcomplieswith applicablefederaland developmentaldisability
laws. This agreementwill providetrainingservicesthatwill enablepeople
with developmentaldisabilities,theirfamilies,and guardians maximizetheir
abilitiesto advocatefor supportsand servicesto increaseindependence,
productivity,and inclusion.

2. Underthis agreement,the Traineeagreesto:

A. Participatein all eight (8) two-day Partnersin Policymakingtraining
sessions(contactJopieSmithin case of emergency)and not invitespouses
or gueststo attendthesesessions.

B. Arriveand departat prescribedtimes,i.e.,arriveby noon on Fridaysand
not leavebefore3:00on Saturdays.

c. Completehomeworkassignmentsrelevantto trainingmaterialsprovidedat the
trainingsessionsand submitbriefreportsof activitiesas requested.

D. Participatein effectivenessevaluationsat the
session.

E. Participatein post-trainingfollow-upsurveys.

F. Submitestimatesof time and expensesfor match
grant.

end of each training

requirementsof the federal

G. Chooseone majorassignmentto be completedby December1992.

3. In considerationfor providingthe serviceslistedin paragraph5 above,the
Council agrees to authorize payment to t Trainee for the followingamount(s):

A. TravelCoststo trainingsessionsfor airfare,or mileageat .25$per mile.

B. Mealsrequiredduringtraveltime. Mealswill be providedduringtraining
sessions.

c. Lodgingto be providedon doubleoccupancybasis.

D. Respiteservices.

E. Attendant/Facilitatorservices.

F. Postage,telephone,and miscellaneouschargesrelatedto Partnersin
Policymakingactivities.

Totalreimbursementunderthis agreementmay not exceed$5,000.
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Agreement
Page2

The Traineewill submita reimbursementrequestformto the Councilshowingexpenses
incurredand will attachreceiptsas indicatedon form. Reimbursementrequestsmust
be submittedwithin20 days of trainingsession. The balancedue to the Trainee
will be remittedas promptlyas possibleafterreceiptof the reimbursementrequest.

4. This agreementis effectiveon and will continuein effectthrough
.

For the Council For the Trainee

RogerA. Webb
ExecutiveDirector
TexasPlanningCouncilfor
DevelopmentalDisabilities



%
*
* TEXAS PIP REIMBURSEMENTINSTR. ~
: N.D. - Received pr;or to 1992 Academy ~
*+***********************************+***

INSTRUCTIONSFOR TRAVELREIMBURSEMENTREQUEST
FOR PARTNERSIN POLICYMAKING

(PARTICIPANTS)

Entitledto reimbursementfor:

o

0

0

0

0

Expensesper day for mealsand lodgingas specifiedon your Training
Agreement. (Participant’smealsand lodgingwill be billedby hotel
directlyto our office)

Actualtransportationexpensessuchas mileage,taxi,rentelcar, bus,
commercialairfare,parkingfees.

Attendan,t/Facilitatorservicesif applicable.

Respiteservicesif applicable.

Gthermiscellaneousexpensesas specifiedin your TrainingAgreementsuchas
postage, resourcematerialsand telephonecharges.

INSTRUCTIONSFOR COMPLETION:

[
fia~e,Address & SSIJ: Fill in ycur name,mailingaddressand socialsecurity]

nunber. (Wemust haveyour SSN in orderto processpatiyment)
I1

?tirposeof Travel: Indicatepurposeof travel--meetingsattended,purposeof1Imeeting,etc.

Meals: Mealswill be billedby hoteldirectlyto our office. If applicable,~
participantsmay claimmealswhileon travelstatus.(e.g.lunchon ,
Friday;dinneron Saturday.)

I I

I Lodging: Lodgingwill be directbilled by hotelto our office. I
Car Mileage: If you travelby personalcar, indicatethe numberof miles

driven. Multiplythe mileageby .24and enteramount. Itemize
mileage, i.e., hcme city to and from destination and any in-town
mileage.

I
Taxi, Rent Car: If a rental car is used,receiptsmust be attached. A taxi ,

shouldbe usedwhenmore economicalthan a rentalcar. Indicatepoints,
I of oricjinand destinationwhen usinga taxi. I

OtherTransportation:If othertransportationis used suchas bus or irailroad,indicatecost and attachreceipts.
I

CommercialAirfare: write in the amountof airfareundermiscellaneous
expenses,if you traveledby commercialplane. IAirlinereceiptsmust ,
be attached. Firstclassflightmust be justifiedin writing. I

ParkingFees: Indicateany parkingexpenses(airportparking,etc.)under ~
miscellaneousexpenses. No receiptsnecessary. I
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PARTICIPANTS- Page 2 1
I

I

I
Telephone: Indicatetotalamountof telephoneexpenses. Telephonecalls

must be TPCDDbusinessrelatedand need not be while in travelstatus.
No receiptsnecessary.

I OtherTravelExpenses: Listany othertravelexpensesundermiscellaneous

I
expenses such as attendantfees/meals,respitefees,postage,etc. No

I receiptsnecessary.

I
ServicesProvided: If applicable,givebriefdescriptionof services

I
provided.

I Total Expenses: Add the total amount of expenses.

I Traveler’sSignature: Sign,date and returnreimbursementrequestformto: i

TX PlanningCouncilfor
DevelopmentalDisabilities

4900N. LamarBlvd.
Austin,TX 78751



I.D. N
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*****************************************
*
* ALABAJVAPIPSURVE’Y *

: N.D. - Received prior to 1992 Academy ~
*****************************************

POLICYMAKING OF ALABAMA
S

T s e m y a a p
y p aP P p

P a q b y a p
e w n

P y p P P
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S I A

If yes to Number 1, please indicate the t c
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c m ( t a )
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W o o h h p P
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P p g
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P a c
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O
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4. Please evaluate your advocacy skills, for yourself or a family
member with a disability, prior to this Partners program.

My a s e
advocacy skills are good.

My advocacy s f
a s p

5. Prior to your participation in this Partners program, have YOU
b a r a s y f
m w a d -

Y most of
Yes, some of
No, have not

6. Do e

the time.
the time.
been able to get appropriate

be better able to receive
s a r s
P p

D y
Y s
P n
D

senices.

a
information learned

Senicescurrently receiving

from the

7. a r y p P p
w y g e

8. P residence:

Urban
Suburban
Rural
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*****************************************
* ALABAMA PIP SURVEY *
*
* N.D. - Received prior to 1992 Academy f
%****************************************

9.

10.

11.

I

L t $
$12,000 - $19,999
$20,000 - $29,999
$30,000 - $39,999
$40,000 - $49,999
$50,000 +

L Education:

L than High School
High School Graduate
Two Years of College
F Y C
P G W
Masterls D
D D

T d S a child

R a

A

.—
I

I

A A
N A
H
C
S A
other

Female

Jnder
21-29
30-39
40-49
50+

20

T y a s s i s t
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* * *
* O P S *
*
~ N.D.- 1R p A *
* *

~
1

B mm ow u o o
p ra r ep P
f oT a ra x

S t hm a

2.

3.

4.

5.

6.

7.

8.

9.

10.

11.

12.

13.

14.

15.

16.

p aa n n

a y s b c MR/DDboardor local
mentalhealthboard

a a citycouncil/county/township~st= meeting?

traveledto Columbusto attenda state-levelmeeting?

attended a local workshop or conference?

attended a state workshop or conference?

attended a national workshop or conference?

observedan Ohiolegislativehearing?

talkedwith your statelegislator?

t w al l ( c p
m e

t al h

g at s ag p

p al c f m

a as b c MR/DD,mental
healthboardmeeting?

writtena letterto a personin authorityaboutan
issue of concernto you?

l o a ct
h d s l c t r t p
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United States isb ar of cul-
u a r ndive’x+ifiisespeciallyreflected

‘-among young childreri.NEC?T~ recogniza that this
diversi~ presents boih”’’oppoitunitiesand challenge;
for people working with infants, toddlen, preschoolers
and their familia and would like to support their ef-. . ,,,.
for~.

,.

me demographic and statistics presented’ here
reinforce the already perceived need for a comprehen-
sive and coordinated early childhood sptem. If this
system is to be community and familybased, as Public
Law 99-457-the 1986 amendment to the Education
of the Handicapped Act that mandates early intemen-
tion sem”c= for children from birth through five-is
designed [o be, it is vitally important for states and
jurisdictions to create culturally sensitive and ap-
propriate programs in response to the challengeof our
changing society.

We plan to publish a series of papers about cultural
diversity. We hope that this paper and others in the
future willgenerate discussionand giveyou some good
ideas, as well as offering opportunities to create effec-
tive culturally sensitive policies and programs and to
share strategies with others in the field.

Wzy look at cullural di~ersi~ and the
lew demographics?

For state and 1ocalplanning and service agencies,
various challenges related to cultural diversi~ have
surfaced again and again:
●

●

How can we, as professionals, assure repre-
sentation and meaningful involvement of families
from diverse cultural backgrounds in advisory
groups at various levels in our states?

●

●

●

t q a c
t ? j “ .

P c a e
childhoodGelds;;Whats~rate~iescan we use t~
involve’more people from ‘dive&e“culturalback-
fl~un~ in thiswprlc? ... “
Few’ assessment tools have brien normed for
specific cultural populations. Why haven’tCUl-
t s a d

t o w m c
d b n a
R t t n r p
tion .of ~ H o
c q p k t How can
the needs of these children be addressed?
This paper will set the stage, providing some

demographic and statistical information and offering
several general strategies that have been useful in
making early childhood sefice systems more respon-

Future papers will cover’othei topics. We would
like your suggestions about what those topics should
be (see “We Need Your Ideas!”).

We recognize that issues and concerns around cul-
tural diversity are often sensitive areas, and according-
ly,we have carefully chosen ideas and words based on
advice from many people and from current literature.

We also recognize the danger of generalizing. We
know that there is great diversity within any group.
General statements about a group of people have the
potential to reinforce harmful stereotypes.

But general awareness also has the power to build
respect for cultures rooted in representations of reality
that unfold from conditions different from our own.

We hope that what we say will cultivate the belief
“Familv”and “disability”mayhaveva~.n~ mean- . that cultuial differencesare rightfullyacknowledged,. .
ingsinvarious cultures. How~owe prep-ar&profes- respected, and valued. We therefore welcome your
sionals at all levels to understand the different comments and opinions, as welI as your ideas and
meanings of “family” and “disability”among cul- strategies.

A @erica moves to compete in a global economy,andto solye pressing problems in
glo’balfrarne}vorks,“ourwatchword must be a ne’w’respectfor“tkediyersity of peoples,
of cultures, and of interests. Ad while-wemust’respond to-diversity across oceans”

.,, , ,.

and in’!erna~ion>”lboundaries, a r n o r e ”” r, @ l” ct g t t
growing’ di;ersi~ ofour own.societjrighthereintheUnited~Sta”tes

.~ cayazos

.4,,U:S.;J5eG:$yiry ufE
G S tJ

18;1990



.....
','~/D,ern~g~ap!I/,G.,.;:~!!Ji!G+).PYJh!!T...Yf,~.,_na(u~~! @n-’ ● “nThe hhite@p’ulation’.increasedonly6‘percent,.-...w.-.ax.~......... ... ~.-....;
...’rifled rucia{..{:.~~d:<~a,~,d.{tl.!,{‘,<erwti.aphy.q,naly:is.,. ,:j,the,:.blatik.po~ulatl~i~~p~~~~~~~e~”een”- 1970,.
;,‘hti ‘beivi“p?:sente,d;zn.a~~e~:z)riklogy. of race.Race “:;’nd198”0(Mino”n”&”Issu&”;.1987~-” ‘‘
~and ctiliurej “howetierl’’’ure.nr?tsynonymous terms.’
For ‘exarnpZeJ;’them:~y j_a:ces-ofAsian,d,mericans
include Japanese’-Americans> Chinese Americati~
Filipinos,and themorerecentlyar~ived~etnam%
Hmong,Lao[ian,and Camhodianpeoples.Eachhas
a different set of cultural vaZues,beliefs,and life
experiences. }Yays of perceiving, believing, evaluat-
ing, and behaying (Goodenough, cited in Baca,
1986) delermine culture, rafher ihan race. ”

~ote: We weresomeiimesunableto locatecornpara-
sta;istics for Asian American and Narive

American groups. Twos~ateshave beenusedas ex-
amplesin t)zir sectw~ Texas and Mknesota. While
theyarenot intendedLOserveas nationalnoms, thry
both represenlstates[hathave undergonesigmijicant
demographicchangesin tkepast twentyyean.

A century from now, the population of the United
States willbe closer to the world balance: 57 percent
Asian, 26 percent white, and 7 percemtblack. (People. .
of Hnpamc onp.n izay be of an;: iace, e.g.,N“ative
American,white,black,et::.).We are in [hemiddleof
apopu~ationshift,with predictions that one third of
us will be “minority” persons by the year 2000
(Zeller, 1986).

Statistics supporting this trend are:
. Between 1970 and 1980, acccrding to the U.S.

Census Bureau, Hispanics increased in number by
61 percent, and it is e-sfirnatcdthat the Hispanic
population has grown anu~her 30 percent since
1980 (Minorityissues, 1987).

. /- .. ::--- -, ‘ ,●‘~In1982;”it’waspre’dlctedthat the-Asi&-American
~~~pulation”~wouldmore “~~hn’pdoublein fifteen
years @~~’cit&din Char+1986). ‘
‘An example of a dramatic increas”ein Aian-

Americansin certain areasof the UnitedStates in- ~
eludesMinnesota:
● Demographers’ estimates in Minnesota for 1980

to 1985 include a consewative estimate of an over
50 percent increase in the Aian-American
population. (Copulation Notes, 1988).

● One of the world’s largesturbanconcentrations
of Hmong people—15,000-residesinNfinne-
apolis/St.Paul(Spring,1989).

Texasisanexampleofastateundergoingmajor
demographicshifts.The populationisgrowingat
twicethenationalaveragedue toin-migrationfrom
otherstatesandforeign”immigrationaswell.Accord-
ingtoa reportby theHogg FoundationforMental
Health:
●“

●

●

.

Between 1980 and 1986, two-thirds of these im-
migrants were from htin America and 22 percent
from Aia.
Children comprise almost30 percent of the sta te’s
population, and 24 percent of these children live
in poverty. Children of mior are overrepresented:
almost half of the”poor children in Texas are
Hispanic and 42 percent are black
Over three-fourths of these children live in
female-headed families where the mother is
under age twenty-five (Harris, 1988).

C ho c a t m r i g i t U
p ca t l a g f d

By2010,nearlyone quafierof allchildrenin theU.S. States-in spite of strides in the past twenty years—
willbe children of color (U.S. Congres, 1$E19).Nation- people of color are affected disproportionately b
w-de,significant enrollment changes had already oc- poverty. Ccmnections behveen poverty and risk for
curred between 1970and 1980: in 1970schcmlswere21 disability are linked to people of color in the United
percent nonwhite; by 1980t were 27percent non- State-s.
wlite. Students of coIgr are HOWthe major~~yin the .Contributing factors are,the:
twenty-five largest school in !he ‘=::nt~’ ~~ --
(Mmor@Isslus, 1%?. ‘“

,,-l{;I<~c~uess to “heal[iicare for people of color in

AJthough nation~”de the cverali population of ~~•: “~-~$’”
children has declined, the preschool ~pulationof the : ,0.:~argePOrPor\i.oriOfc~i*.dTe~.9[co1?rwho are Poor;
United StatMincremedby11@rtint between 19841and Q Significa’nt’”p’ercentag’e“of at-risk,”high-school
1986andcantinua tog 2fewstates thepreschool ,,”dropout’womanof color under age thirty who are
population ha-sdecre+ whale other states, such as ~ mothers of preschool children:
AJaskal Florid%“Arizon%@} fomi% and T-, have ●“.dir~ct .’correlation berween a mothe’r’s”~high~r
~e~epced dramatic~m~~,~:S.,tin~~ 1%9). ...education leve~and early ideritificatiori’bfa child’s

P oi n m@ .attribute.Yet .disabilityorpossible disabili~’(tfi~~e-tteteducated
due ~~thefito~~f~atial dic~-~!-:,~~-- t. ‘- >.~~.,;,edQ-.l.i.....-..’ti.. .. . ---- J .—.- the:rn”other’.the”earli;{-~h%-.identific~titi~).. ,. . -. ... - ....., .... . —. . .... . . .
Demogaph~s ~ *I+Ej<~~~,~ .VEC”TAS— _—l——-—
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~’at:is;(th~’jirnpac. tofPover~Y:on : :.... “. . ....-,-.4 . . .

ch~~ren;:of.<o[~$:{{{j,ngy’!pf?yp’.
, ~hildren;:?.’~”?.

.,...::,,:,.,..WYer~iii!~I over ~..;.-.,$- , :<. . .. . : ~~

t f o~ ~p T f
h g C 1
“ ~ “ P b. ..
indicates.’,,

The poverty ,rate for”children in young famiiies is
even high’er.”Accordingto a Children’sDefense Fund
analysis for famili~ headed by persons under thirty, “
the pover~ rate for black children in 1987r~e to 61
percent, and for Hispanic childreg to 53 percent
(Closingthe Gap,1989).

1 1 9 8o ni f ic h i l da no i f o
preschool c 1 p (
C 1 p p c

e g r

In the most recent information for poverty among
young Native American children, from the 1980cen-
sus,35 percent were poor, a poverty rate approaching
those for Black and Hispanic children (National Cen-. AA-.

+r,o~r,~~omenmore often’~”deliver.~low-birthweight,,,... W,.+$:..,.,. ; ,. :,. .:.-.e,....... 4$““. ..
bablti””andare morehkelyto hav~groythretardation~:.<+~~.t;+.y;v....+:.* .:..,$82

:orane:rnl,a.because.ofp@r~’u~;ition(NationalChter,’
“1990).v%{@ . y b m
‘~~”maifi”~dii~~opprtlon~jely~j]jke]yfo”.be‘.Of, .
{ @ngr+si 1989).’. ,
:“...;Yet the,WIC (Women,Jnfants, and Children) pro-
‘gram seines less than 50 percent of the high-risk
Iow:income, ,eligibIe population. Although more
money h~ been allottedbyCongress for 1990,a 155%
increase,in &he’priceof infant formula over the last ten

“. yearsh~foicedmanystates tocutthenumberof WIc
recipients drastically.

Not only is the lack of nutritional food available
of concern, butalsothelackofnutritionalcounseling,
medicalhelo.andimmunizations,whicharealsopart
of the WIC’pro~ram (Arnold, M-ay31, 1990). ltic,
like Head Star~ has proved to be a cost-effective
program, saving manydollars in potential medical
bills.

Poor childrenare alsoat more riskfor accidental
injury, higher doses of lead in their environments
[whichcan cause injuryto the wntral nervoussys-

- Alongwithothersubstanceab~, anareaforconcem
isFetal AlcoholSvndrome(FAS).Alcoholconsumption

t e rI Y Y U
O t h15.3million white children under six living

~em)j‘andprenatal e~p&ure to drugs and AIDS (~a-

in the United States in 1987—70 percent of. all
.tionaI Center, 1990).These risk areas, as well as the

children under s.br-2.l millionwere poor. 1ncontrast,
increasing number ofmanytypes ofdmg-addicted/cx-

in the remaining30 percent of childrenof ador under “
“ posed babies; m“akeearly detection essential.

six, 29 m“llionwere poor, mah”ngthe proportion of
young children of color who live in povertyfar higher

- than their white cmnterparts (National C2mter,1990).
“ by pregnant worn-enis impUcat&lin five per~nt &fail

More and more people of color, and particularly
casaofbirth defects@oderic~ Februay7, 1S90).

poor children of color, are concentrated in the inner
cities and poor neighborhoods of major metropolitan
areas (U.S. Congress, 1989). “And increasingly,
familieswith children of allages maybe homeless,that
is, have no’ permanent residence. Families with
children of all ages represent about one-third of the
homeless atany time (National Center, 1990). ~

P o C

W A P (1988)
:-. .

A o C hTotalWhite Black Hispanic
Youngerthan3 23.3 77.3 50.4 43.6

Younger than 18 79.2 14.1 43.5 37.6
U.S. C~nsuSBureau

Ociohbr,7989

. . —. .

V uo p c t d
d ie i l

~elinkbetween povertj and disablingconditio~ EPSDT—Early and Periodic Screening, ~iag.
and learning problems makes the prevalence and per- nosis, and ”Treatment, a program daignated by Tide
sistence of poverty among people of color of sig- XIX of the Social Security Act and a component of
nificant concern to earIy childhood professionals. Medicaid-was created for providing preventive and

Early childhood experiences set the patterns for ,“ “: coordiriated rn”edicalcare to children of low-income
later development-~thput “earlyintervention ser-” ., : families. ,Yet.in 1989,’accordingto the U.S. Depart-
,tices, the. kntirpn,rnpnt..ofpoor young children—all ‘ ‘ment;of He~lt~”‘~. H S eo , or
too, often”part””o[. a “cycle‘ofracial dkcriminalion,”-::’(.abotit ih~eeb”ridone-half million~’ofthe ten and one-
pover~, and rnaInutti,tion-will~ continue to .co~-, ~~,. half million .childrerieligible.fo[, Medicaid received
tribute to’thek high rates ofschoo~ fai~ure,dropout, .EPSDT seti.ces-”ihd the actual number may be
delinquent; .carly:childWa@g,and adult“pover@”i,.~,”smallerbccaw:,tifrnorethanoriescreeningperchild.

i(llational ~rite”fj IM)~~j.~;~J”:.”-”l” ‘“ ‘ ~~ “:.:;.’”‘“, ‘changesin EPSDT,.,legislation.haVe
“,Poor’rnaternalri.ut~t~Oq~~[W.Firthweight,a~dsub-<.“.’’made”itPo$ble’for’”rnore”childreflto participate&

stance ~b&’bji’p,regnantwomen havebeen,citedu ,.7:,.EP$D=T,~the~,fU1l.p@~enLialof the programto seine
potentia~caui+ofd~s~biliti~ (Ai0to@lhues,1987).~ : :youhgchi]dren is”notbeingutilj[ed., ,, .,

Demo~atib~”~“~h~”~990s” ~. .
NECWTAS



P r. Ca A mage “group.’ ~~•

p~egnangy.
.In,i987,46 percent bffemale-headed familieswith

children “and approicimately ~ ,percent of female-
headed fam[li= with preschool childrenwere poor
(U.S.Gngre=, 1989). A significant factor is the in-
creasing number of single ‘andunwed mothers, both
white and women of color, who are high-,school
dropouts. 1n 1986,63 pe~cent of black and,f3 percent
of Latina high-school dropout mothers were unmar-
ried, and these women are often the parent of at least
one preschool child (Closingthe Gap, 1989). -
●

●

●

●

Households with children under 1S headed by
black or Hispanic women are one-an-d-a-halftimes
as likely to be in poverty as those headed bywhite
women (U.S. Congre+ 19S9).
Abou~24 percent of white families are headed by
15- to 24-year-o[ds who live in poverty,but the
percentagejumpsto38percentforHispanicxand
57percent forblacks(Cfosing(heGap,1989).
Almost half (47 percent) of these Hispanic poor
families and three-quarters (75 percent) of these
black poor families are headed by single women.
(Clo.ringihe Gup,1989).
Behveen 1980 and 1987 the median income of
children livinginsingle-parent familiesdeclined by
19percea: (L~.S.Ccr2gres\19S9).

ChiIdren born outside of marriage li~ing with
single mothers ~re nt the greatest risk of
long-term poyerty (NatiouaI Center, 1990).

A recent study by the Children’s Defense Fund,
based on statistics from 1980 to 1984, showed that
within Minnesota poor rural counties had the highest
rata OFteen pregnancy and that the majorityof young
mothers were white. (A sex education curriculum for
kindergarten through 12th grade in one at-risk county
in Minnesota was effective in reducing the birth rates
for girls under age 19 from 11 percent in1978to2.9
percentin 1985.) (Hopfensperger, 1%’0).While the
rewls o{ the study showed that teen pregnancy in
Minn=ota is related more to poverty than to urban
location and race, it does not take,into accoun,t the
lack of accms to health-care s y s tthat exists for
people of color, or that nationally,“acrossalleducation
levels,white women have fewer children than women
of color (U.S. Congress, 1989).

Clzild suppo,ri
The likelihood of child support ishighestwhen the

mother is legally divorced, is white, or has a

education. ”Poverty rata of ,~omen receiving child
support have increaked since 1978. These rata are
particulariy’high fo~rrnothe,h who have netier been.., ..:.,.. . .......

maqied, ”have’little-edu-cation, and have more ‘than
two :children. ..Completing high school greatly
decreasr+ the chances of living in poverty for these
mothers.
● The number of children in poverty receivingA.d

to Famili= with Dep&ndent Children (AFDC)
. declined from 73 percent in 1975 to 56 percent in

1987 ,(U.S. Congress, 1989).
● Child support amounts are lowest for las edu-

cated, never married, and-minority women (U.S.
Congress, 1989).

Health care
Although poor children in general suffer from lack

of health care, white children under Sk were more
likely than bIack, Hispanic, or other children of the
same age to be coveredby health insurance. (U.S.
Congress, 1989).

The findings of the Robert Wood Johnson
Foundation’s Collaborative Study of Children with
Special Needs strengthen conclusions drawn by
others. The Johnson study analyzed the effect of
?ublic Law 94-142 (Education for All Handicapped
Children Act) in five large metropolitan school dis-
tricts: Miiwaukee (lVI), Houston (TX), Charlo~te-
MeckIenburg (NC), Santa Clara County (CA), and
Rochester (NY).

hey concluded that gaps in access to hea!th care
in the communities they monitored o[:en exist for
poor children and children of color, who have
persistent problems in obtaining health ser~ices.
The impact of Public Law 94-142 is lessened in
states with weak Medicaid, mental health, and chiid
service agencies (Robert Wood Johnson, 1988).
The abili~yof heaith-care agencies to provide ser-
vices will also affect the implementation of Public
Law 99-457, most particularly EPSDT services,
since Medicaid administers EPSDT.

In 1938, 20 percentofallchildrenhad no form
ofpublicorprimteinsurance,compared~0
“17percent in 1982 (U.S.Congress,19S9).

The Johnson Study also determined that the
age at which a child’s problem was discovered was
in, direct correlation;to the mother’s education
level—the better the”education of the mother, the
earlier the problem ‘was found, yetmany young
mothers are high-school dropouts.

These national demographics and statistics sup-
port the perceived need for a comprehensive and
coordinated community-based early childhood sys-
tem; Demographics vary from state to state, so it
is vital that ‘each state look at its own demographic
trends; including cultural and geographic distribu-
“tion,befoke developing inclusion strategies.

. ..

Demogmphicsin the1990s 4 NEC*TAS
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[norder to gathtii’ideasaboui strategies iha~haye
5eeneflecii~eiq.rn~eefing’t~g-challengeof changing
dem”tigrtiph~sj”~e”?e<!dedto talk tosomeofyou who
are working‘emh day to make your systems more
responriye10 a richer rn~ Of CU~tUrUlgroups. In
choosingpeople to interview,we )vanfedto taZ~ to
peoplein d~j(erentpositions in the earlychildhood
system, from parents 10 agerq representatives. IYe
chosepeoplefrom stares withYariedcuZturaIgroups
and askedtwo guestionrof eachperson.

2%eiroi5sem”~i@afl suggesfwnsfoilow.
The”@oque.&m-s’are:
● ~ Q ‘ f papdatkm Of

“youngchiUrzn iq tlw U.S.is hwming increasin~y
cu.llurailydivene.”What issuerdo you believe(his
Lrcreaserties for stie ~arlyinfemention and plZ-
Schmlpblllen?

J K T .
‘We, in Texas, feel we need to do much more to

reach culturally diverse groups. We are doing a lot of
general public awareness and information for our
programs. We produce PSAS, brochures, public ser-
vice campaigns, newsletters, etc. But we need to tar-
get our materials.
“ “Our state Part H program provides funding for

semices through grants to seventy-five semice
providers. Their grants require that each program
have a plan for public awareness ,andChild Find. l%e
state office provides technical assistance and
materials to the pro~ams. “

“Some projects have tried innovative approach=.
For example, one project has a weekly cable
:elevision program and works closely w-ithcounty
xctension agents. Two of our programs specifically
arget minority communities. One is a program for

children at risk in the Hispanic community. The
other, now in its first year, reaches out to the Viet-
namese community.

“I feel public awareness is best done localIywith
state office support, because the localprograms know
the people in their communities. The media in their
communities will be more interested in local events
and will be more responsive to information coming
from a program in their area than from a distant state
office. Localprograms are involved in helping plan
statewide media campaigns and brochures because.

theywillbe using the materials, and they know what
vdl work in their local communities.

“We serve many cuItures, including Vietnamese
and Chin=e in addition to Hispanic, and many in-
come levels in Texas. Of coume, the bi~est cultural
group is Hispanic and this group is growing.We have
translated some brochures and posters into Spanish
and our public service announcements are in English
and Spanish. Before we publish anything for this
group, we ask, Is this something that the people who
might mme to our programs w.11be able to read? Is
it being translated into a dialectof Spanishthat they
understand?

“We are making efforts, but there isso much more
to do. I would like to se: a task force made up 0[
peopIe Gom various cultural communities. Tne task
force muld look at such questions as, What are the
mmmunity’s needs for information? How are we
reaching and not” reaching them? What materials
should we produce? How should we approach ~he
community? After all, the people from those com-
munities should best be able to answer those ques-
tions.”
JuiiaKirbyis thepubiicinformation specia[ist{orthe Texas
Early C%iidhood Intemention Pro@am. She has Jjteen
years erpen-enceinpub[icrcla[ionswith social servicesand
ha amaste~sdegreeinjournalismandmasscommunica-
tion.

● Target publicawarenesslocally,w.thstate office . Trarisla te maferia Is and public service an-
support. . . nouneementsintolanguag= appropriateforcom-

. Involve local programs in planning statewide rnunities.”‘“ “’”‘-”””““” “
publicawarenesscampaigns. .. Involvecultural groupsin planningpublicaware-

.n& activities.

Demographksin the 1990s 5 NEC”TAS



R
Amol~ E. (May31,1$90).IritcrvicwwithSenatorMct.zcn-

baumon“MorningEd.itio~”Washing(onD.C,:National
PubticRadio(N_PR).(ItemAl)(AvailablefromNation~
PublicRadio,J%Ai.ngto%D.C.2f1336202/822-2323.)

Baca,L.Concepts:IsThereA Melting,Pot?(1986).InC.
Moore(Ed.),Reaching Out: Pmceedingsj?om a Special
Education Symposium on CulturalDifferencesand Pare,-tt
Programs (pp.32-34).Eugene,OR: Wcs[crnRcgiorIal
ResourceCenter.(ERICDocumentReproductionScr-
vi~No.ED 284408)(AvailablefromERICDocument
ReproductionSystcq3%20Whcc!crAvenue,Alcxan&iq
VA 27Z04.)

Brodcrick,R.(Fcbruasy17,1990).A CryUnansw’cred,.City
Pages,pp.8-10,12.(PublishedbyCityPages,Inc.,401
NorthThirdStreet,#550,Minneapolis,MN 55401.)

Chq S.(1986).ParentsofExccptionaIAianChildren.InM.
K.Ki[ano& P.C.Chinn,(Eds.),Ercep(ional&ian
ChiIdren and Youth @p.36-53).Rcston, E
C lH G C
,( B ( f E C

H E C C
E xC 1 A D R
2 -

C Y L B F A
T kA I i 1

Research BuI!etin, 1(3).(PublishedbytheHispanic
PolicyDevelopmentProject,1001ConnecticutAvenue
W, Su.itc310,WAington,D.C.2fX)Yi2fW822-8414.)

Harris,L.C.(1988).chifake~C%oices,arrdC7mnge:AnA&p
tan-onof (he Darker Si& of Childhood A T
UniversityofTex+HoggFoundationforhfcntalHcafth,

Hopfenspergcr,Jean.(February2Z1990).Poor,r wa .
tiesshowhighest ra(csof[ecnpregnancy.tiCiLiesS(ar
Tribune,pp. ~ 1~ L5A.

MinorityIssuesinSpeciafEducaLion:APorr.raicoftheFuture
[Specialissue].(1987).NewsDigest,No.9.(Publishedby
NICHCY, P.O.Box 1492,Washington,D.C. 20013
703/8934061.)

Na[ionalCenterforChildreninPoverty(NCCP).(1990).
FiveMillionChildren:A StatisticalStudyofOurPoorest

.YoungCitizens.NewYork:ColumbiaUniversity,School
ofPublicHcal~h.(AvailablefromNCCP,Columbia
University,154HavenAvcmuc,NCWYork,NY 1M32;
S9.95,S3.00posiagc/handling.)

Population Notes: Minnesota State Demographer.
(February,1988).St.Paul,MN: MinnesotaS[atcPlan-
ningAgency.(AvailablefromMinnesotaS(a[cPlan-
ningAgency,Room300CcntcnniaIBuilding,658Cedar
Street,St.Paul,MN 55155.)

RobertWood JohnsonFoundation.(1988).Sewing
Handicapped C%il&en: A Special Report, Number 1.
Princeton,NJ: Author.(AvailablefromtheRobert
Wood JohnsonFoundation,P.O.Box2316,Princeton,
NJ 08543-2316.)

U.S.Con@s, SelectCommi[teconChildren,Youth,and
Families.”(1989):US. Children and 71eir Familie~:
Current Conditions and Recent Tren&, 19S9,A Repoti
~ogether‘w;!fiAdditionalP7ewsof (he Seiect Commitfee
on Children, You[h and Famiiies, L?S.House of Reye-
sen(qtives. ( SNumber 052-070-06597-4).
Washington,D.C:U.S.GovernmentPrintingOffice.
(AvailablefromU.S.GovernmentPrintingOffice,
Washington,D.C.”(202/783-3238;S950.)

Spring,M. (Fall,1989).A Mectirig’ofTwoWorlds:Prc?a-
talCareforHmongWomen.’”WorldWornenNews, 2(l),
6.(PublishcdbyMinnesotaWorldwideWomeq 1929
SouthFifti Street, Minneapolis,MN 55454.)

U.S. Department ofHcaIth&HumanSCMCCS.(March13,
1990). Early and Periodic Screeting, Diagnosisand
TreatmentProgramPcrformanccIndicators--INFOR-
MATION (Memorandum# FPC-411). Washington,
D.C.: Author.

Zcllcr,D. (1986). Demography RealNumbers-Real
Changes.InC.Moore(Ed.),Rtaching Out: Proceed-
ings”froma Special Educan.on Symposium on Cu!mra!
Differences and Parent Programs (pp.5-24). Eugene,
OR:WesternRegionalResourccCenter.(ERICDocu-
mentReproductionServiceNumberED 284408)
(AvailablefromERIC DocumentRcproduc[ionSys-
tem,3900WheelerAvenue,Alexandria,VA 22304.)

6

Demographicsin the1990s, NEC*TAS C/O ,PACERCenter,:4826‘ChicagCAve S, NEC*TAS
Minneapol is, MN 55417



AprilI33 I

Associationfor Retarded Citizens

Z aM a rL u t f i
C e n to H u mP o l

Why a f r ib ep w a
w id i si m

Friendsareimpofiantfor several reasons. T h
s u p p oe a co t he m o t i o na rw i l lt s t h i
f r ot ho t h e rp o io v ia np r o va s s i sa
f e e d b aw h en e e dF r i ec h oe ao ta
r e m ac l ot h r og ot i ma nt i mo c r i
T h ep r o v ic o m p a n i of oc o m m ua s c h
a c t i v i ta nh ee ao t he n jn ee x p e ra
a p p r e c il im of u l lF r i e n db e t wp e o
with and without disabilities usually enrich the lives of
both.

When shouldfriendshipsbegin?
Ifpeoplewithmentalretardationaretoformfriendships

andbeapartofsocietyasadults,theserelationships
mustd e v e ld u r ic h i l d hC l a s sa
n e i g h bw ig ri nadult coworkers and friends later
i l i f

T h e r e f oi n t e g rc l a s s ra nr e c r e a
activitiesareimportant.Inthesesettingschildrenwith
andwithoutdisabilitiesgettomeeteachotherandform
relationships.Unfortunately,manyparentshavefound
thateventhoughtheirchildrenareintegratedinschool,
theyhavefewnondisabledfriends.

What makes the development of relationships
difficult?

M a ni n d i v i dw id i s a b i li n t ep r i mw i
t h ef a m i lt hp e o pw ht ac ao o p r o
s e t v i ct t h ea no t hi t hp r o gi w ht h
p a r t i c i p aT h er e l a t i o nc ac l e ab s i g n i
a ns h o ub e n c o u r aHowever, o u to f a m
m e m b e rpeople may have no freely given and c h o
r e l a t i o n s h

G e n e r a lm ap e o pw id i s a b if ac e r
d i s a d v a n ti m e e ta ng e t tt k no t h

S u pR e l ab ep w a
w i td i s aa n f ob s g
p et o gS i n dn a sw
f i ti c es ea a cO m n
s o mt f a ct i n vo t i f
t hW is u ps p w andwithout
disabilitiesmay never have the opportunity to k e
o t

C o n tW hmost people enjoy meeting new
p e ot a s u sb t t h k o
t iThe continuity of relationships over the years is an
important source of security, comfort and self-worth.
Many people with disabilities do not have continuous
relationships. Instead, they may leave their families, be
moved from one program to another and have to adjust to
staff people who come and go.

W a s o t w t f
p r eb p w
a w d i

Htakes effort to help people establish connections.
Described below are some of the ways this has been tried:

“Bridge-Building.” Facilitators who initiate, supporl
and maintain new relationships are called bridge-builders,
as they” ...build bridges and guide people into new
relationships, new placesj and new opportunities in life’”
(Mount, et al., 1988). Bridge-builders involve people with
disabilities in existing groups or with specific individuals.

Circleso F ro Circles o Support. Groups of
p ew “ mo a r eb t h a p w
a d i s aa cI c ep ev o g
( P e1 98 i rm et t o d t n
o p p o ri n ce s tn r e

C i tAdvocacy.R ea s ub a
i n d ec ia do fa c a
v o l ur e pt i no a p w a
d i s aa i t i n tw t a do
C i ta d vm t o o o s r (
f r ia im ep r oa s o t m i
f i i

T ha d i fw t p er e
b e tp ew a w id im b
e n c oP em i mt t s
m ei t s u pc or o o o m
p e( fm es m ef
n e i ge tw c s t a e f t
p u r

O p p o r t u nM ap e ow id i s a b ih a
l i m i to p p o r t u n it t ap ai a c t i vw ht h
c am e ep e e rT hm ab d ut p h y ss e g r e
o b e ip i a ci a r oa “ c i io “ s p ee d u c
s t u d e nS e w i cm ar e s t rp e o pc h at g
t o g e t ht h r o up r o go f u nr u lc u r f
t r a n s p o r t ar e s t r i c ta no t hi m i t a tW h a t
t hreason, p e o pw id t s a b i if r e q ub e cc
o fa ni s o i af ro t h e
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W a s i d o
f r

G e nf r i eb ep w a w
d i s ad e xWhiie each friendship is unique, t
a s os hi da e x pa w
f r i em eA ct a r s o p o



friends (Lutfiyya; 1990), these meanings include:

M u t u a l iThe people defined their relationship as a
friendship and themselves as friends. A!though they
acknowledgedif~erences.betwee~themselves, they
clearly found asense of rnti!uaiiiy in the friendship.
Mutualit was expressed in the giving and receiving o

[practica assistance and emcticnai support, and
enjoyment of each other’s company.

R i g h tR e s p o n s i b i la nO b l i g aO na
f r i e n d si e s t a b l i si i a s s ut hf r ic
make certain demands o each other and be assured of a
response. Nondisabfed friends talked about the
obligations that they had assumed for their friend with a
disability, such as teacher, mentor, caretaker, or protector.
The friends with disabilities assumed certain
responsibilities in maintaining the relationship such as
keeping in touch or suggesting possible activities.

Feelings, from Companionship to Intimacy. All of
the friends held feelings of affection for each other,
expressed through their interactions with each other.

Freeiy Chcsen and Given. Friends choose each
other. It is this voluntarj aspect of friendship that is
regarded as the “amazing and wonderful” part of the
relationship.

\Yhatcan familiesand serviceprovidersdo to
enhance opportunitiesforfri~ndships?

People can establishf;iends!ipswitheach other, but it
is rwt possible to fcrce friendshi:~s tiw n o!hers. It is
p~~~ib!e ICIcreqte epp~r,~~,it;~.~i~( p;~r~e ~{lth and
without disabilities to meet and share time with each other
in ways that encourage friendships to take root and
flourish, Famiiies and,service providers can do different
thifigs to make such opportunities available.

FamHlescan:

W o rf othe t i n c l uo t h es o d a u g
I n tt hr e g u is c h os y s tI a d d it b e
physicallypresent,studentswithdisahili!iesneed
adequate supports to enable them to fuliy participate in
classroom,and school activities. Parents can a!so ensure
that their chiid with a disabii~tvtakespart in a variety of
integrated recreation and le!sure ac!wii!s~after schooi
h o u rA c o n s i s tp h y s ip r e si e ao t h
l i vh e il e at f r i e n d sbe?ween children with and
without disabilities.

Ensure social participation. How people with
disabilities are supported within integrated settings is
im~rtant. Students need to be enabied to participate as
much as possible, and to do so in ways acceptable to
other peopie. Peopie without disabilities need the
opportunity to meet their counterparts with disabilities as
peers, not as objects of tutoring o volunteer service.

!nvoivea nt r uo t h eA iparents feel protective
toward their chiidren. Whiie there may be differences in
how independent people can become, parents can come

w oi g it o p pe a w a
f r i ew t hs o d a

S e rp r oc

R eb a rt f r iThe way in which
support services are provided to people with disabilities
and their families can enhance or reduce the op~rtunities
for friendships to develop. Segregated programs
dramatically lessen the chances for contact between
people with and without disabilities.

Even in integrated settings, students with disabilities
may not be able to take part in extracurricular activities
(e.g., choir, clubs, sports) because of iack of
transportation from school.

When efforts are made to bring peopie with and without
disabilities together, the people without disabilities are
often treated as volunteers responsible to the teacher or
program coordinator rather than as peers.

Encourage peopie who seem to iike one another to
pursue friendships. Service providers can review
practices, such as curfews, lack of privacy and so on,
which iimit opportunities for peopie to meet and form
friendships with each other.

With an awareness of and commitment to facilitating
friendships between people with and without disabilities,
ali peopie can have the opportunity to form relationships
which a!icw them to live life more fuliy.
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Evetybody in this world todayneedssupportof
one kh?dor another. People need stJpporI to
go ahead and do things whether this support
comes from a good friend, parents, a sockl
worker or guardian. There 1sno person so
independent that they don’t need anybody. We
all need support, but with that support people
don’t want someone coming in and taking over
their iives.

M i c hJ K e n n1 9

A eloquently explained b M i c hKennedy,
wtwlivedover fifteen y e ao h il ii institutions, all
of us need support, which may at times, come in the
form of paid services. This essay will explore several
issuesrelated to personal assistance (also k na
s u p p os e r v i c ei n c l u dt hn ef of u r
discussions directly with people with mental retardation
about their perspectives and viewpoints.

This essay draws primarily on o ue x p e r
in over 25 states in the US on how support services
might be organized to better assist people w imental
retardation in t h ee f f ot l ef u l f ic o m m
lives. It particularly builds on the relatively new
perspective that all adults, no matter how severe their
disability, c al ii t y p ih o mi t hc o m m ui
a d e q u as u p p os e r y i( s ua p e r s
a s s i s t a na rm aa v a i l a

W h ad peoplewithm e nr e t a r dorothersin
t hf i eo d e v e l o p md i s a b i lknowabout
p e r s o na s s i s t a

G e n e r a lI have f o uthat p e oassociated
w i tt hf i eo d e v e l o p md i s a b i la c rt
U Sw h e t hi n d i v i dw id i s a b i lf a m
m e m b e rd i r es e r vs t ao a d m i n i s to f
s h a rone or tnoreo t hf o l l ov i er e g a
p e r s o na s s i s t a

First, many p e o ps i mh an oh et
t e rp e r s oa s s i s t aE vi o b t a io u s
s i m i lt y po s u p ps e r v it h es e r vm b
d e s c r ii d i f f e rl a n g u( e .f o l l o ws t a
c o m e -s t a fa na ro f ta g e n c y - c o nE v
state and localadministratorsi t hf i eo m e n
r e t a r d a tm ak nr e l a t il i ta b ot g e n
p e r s o na s s i s t as y s ti t h es t a t
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S et hw k aboutorw u
p e ra s st yv i a a s t
a sp ew h p hd iw s
d aa c ta g t t b ao e M
p ew m er e td n s t c
a a p pt t hl iu nt a h t
h aa p h yd i s

T ht t p ec i u i s
s ti t f io d e vd it r to
af u ns tt s ug h (
a gf a c ia t r af c ( w a
p ew a d i sr ein t h o a
t hb el ir e st p ea a
a u sd ea d e ts e

H ispersonalassistanced e
I p r ap ea si m s

a p pt b d ev n aO p w
m er e t as t b e xf t
g e no pi a s tb r eb t t
m er e t a r d a td is
s y sw hi c o nm a pt f t
n e

A b rd e fo p ea sc
i n cm o t t o a st u
by people with developmental disabilities. F e
p e ra s si

W h aa p en to live fully within the
community (as defined by the individual), to
e nd is e l fr a
f p a r tt hher or his lifespan,

This could include personal services, such as assistance
with dressing; assiskwtce with self c%ect~m, safety and
decision making (if desired); assistance with a variety of
daily activities, including eating, cooking, shopping,
working, transportation, leisure, speaking and reading,
medications and health needs.

W ha sofp ea sa p a
o r e lf p ew mentalretardation?

P ew m er eh b
t r a d ic o nt l i a f ai t
n ei n ts uservices. They are also often
vieweda n beingabletospeakforthemselves,and
i n sr e p r ew u sh d
p e r s ph s pf t ~ i p o my
o d i s ci w rt e s

W b t g ri t s a
m o vi n t e ri nt 1991election of
a n a t( s a ds tc oa a
m o vt os u pp t l i t o
h ot i b e gt c hH
o r g aa rp ea so a l
f oi m po p p o

U sd e fa d e to s e
P e ra s ss ea t yu

d e fa d e tI c om s f
p ew m er e ta thattheagency
orothersk nb eI f o r o t
l i t eon c hi nt p w c



disabilities are u s u ap r e s ui practice to be
incompetent to make their own decisions. If making
$.’a!uasdec!sions in ccnflic! with prevailing norms, !hey
are in particular jeopardy of social contrd.
Personal assistance services, including the option to
hire, fire, and manage attendants (with support, if
desired or legally required), can help to shift the
decision-making power back people themselves.
placing agencies again in their proper suopofiive role.
Whilethe optionmust be availablefor people to choose
to obtain assistance with coordination of personal
assistance services, such an option should be available
regardless of a person’s disability labef. A good
e x a m po a o r g a n i z at hi a s s i sp e ow i
d e v e l o p m ed i s a b i l it work with their staff is
Options in Community Living i M a d iW i s c o

The ~erson with a disability as ex~ert.
Users of personal assistance have strongly held

thattrainingshould be done by the person with a
disability, with the underlying premise that each person
is unique. Since training in the field of developmental
disabilities has been moving toward competency based
training,irrespectiveofthe individual,thisaspectof
personalassistancephilosophymay help to stem the
!rend in this direction. People with mental retardation
are not even regularly involved in prevalent group txxwd
training, and there is still resistance in some circles, to
even having people patiicipate in their own semice
planning meetings.

Personal determination and familv empowerment.
Family empowerment has rightfully b e c

recognized, and family suppoft programs are now
available in virtually every stale. These programs,
however, are typically constructed f rt hp a r e
point o v i e( i . er e l io t h“ b u r do caring), and
seidom take into account the perspectives of the
children. As one person 1interviewed recently said,

This is practically heretical to say at this point in
this state, but I happen to know there are a
substantial number of people who are probably
living at home who do not want to be there...l
worry that we are suppofling famiiies to the
point that..we are encouraging behavior that is
not fostering growth and independence in
people with disabilities.

~everai critical issues of concern to people with mental
retardation, and I b e l it a ld i s a bpeople, revolve
around children’s rights and the rights of adults to
determine their own destinies. Discussion about making
personal assistance available f oc h i l di n s to
thinking about the sewice a r e s pf ocaregiuers, is
still not occurring, even though the concept i t si
s o u na nh ab e ea r o ufor many years. The idea
of helping people maintain the natural “ b r ef r
e a co t ht h atypicallyoccura a c h i

grows up is n p o t way people typicaiiy think
about tamlly suppoti, instead taking a“specialist
approach (e.g., converting recreation to recreaticd
respite).

Informal or t)aid sewices.
In the field cf developmental disabilities, !here ‘~

a growing interest and acknowledgement of the
knoonantrole that friends, neighbors, coworkers, anc
other community members can play in the lives of
people with disabilities. While an imponant
development, the new assumption seems to be that it is
better to use natural, informal s ua
concomitantly, that sewices will not be provided until
the informal options are exhausted.

While there are many positive aspects of this
rediscover~ interest in relationships (see for example,
Judith Snow’s account), the general trend appears to be
headed in a direction opposed to the personal life
experiences of people in the independent living
movement. Most people with disabilities want the
option in place of having paid services, and then
themselves choosing whether to involve family, friends
or others in personai assistance setvices. In the field of
developmental disabilities, it is the agency that typically
is doing the choosing and playing a major roie in
deciding how formal sewices an be repiaced by
informal supports.

W ha i st a n c uw a
in personal assistance designs?

These issues fall under two major categories:
those that apply to people across all disabiiify groups,
and those that may be of particular importance to
people who need assistance with choices and decision
making.

Common flaws in existina Dersonal assistance services.
In a number of different states. we have workeo

with people with mental retardation and their allies to try
to access generic personal assistance services to
support people to live in their own homes. We
experienced the following common problems, all weii
knowntoPASusers:

● limited availability of assistance compared to the
needs of an individual:

* low wages and benefits (or lack of benefits) for
attendants;

● inadequate or nonexistent back up systems,
which leave people with disabilities stranded:

* control of some personal assistance systems by
home health agencies;

● rigidity in how and where assistance is made
available;

* inadequate funding within the states for this
option compared to the needs;

10



* the m~irali~atinn of this rm?inn t
continuedr e f e ro p e oto o p ts ua
n u r s ih o m ei t hh an ef m o
Intense support se~’ces.

AS one example of these myriad problems,
Michael Kennedy explained one of his experiences in
tr+ng to keep the same work schedules as other people
in his office:

Aides’hours need to change when a person’s .
schedule changes, which is often a problem for
the aide sewice offices. They are not used to
having someone w h os c h ec h a na .
i can create a problem f ot ha g eI e n
u n e d it h as eh o u(at work) instead
of changing the hours around because the aide
service didn’tallowfor tlexibii”ty or arrange for
backups when aides were sick.

Michael said while the situation in New York State was
difficult. in states suchas Georgia, it was practidly
impossible.

Personal assistance and decision-makina su~oort.
personal assistance designs h an a l w

taken into account ?heneeds of people with mental
retardationfor support with decision making. Much
greater discussion is necessary about the role of allies
and supponers, and how assistive decision making can
occur, still retaining rhe people first orientation of the
ndependentlivingmwsrnent.

Choices and decision making are very
complicated issues, and many people have not had
opponunities to exercise even basic choices about their
daily lives. The rhetoric of choice has also been used to
justify neglect; and in the opposite vein, the need for
support in decision making has been used to justify f u
g u a r d i a n sa nt o g e tw it h ap r o c esuch as
sterilization.

Setting up a flexible personal assistance system
will also be of benef~ to people with mental retardation.
For example, the option needs to be available to have
choices to manage one’s own personal assistance:to
share responsibilities with an agency or other person
selected by the person with a disability; and or to have
another, whether an individual or organization, perform
all these functions.

What about the issue of entitlement or cash
subsidies for p e o pw hn ea s s i sw i
decision making?

Entitlement or cash subsidies paid directly to
the person with a disability are critical in a number of
ways. Compared to a voucher that flows through an
agency, such an approach removes some of the cost of
asking for help, enables people to plan the use of
financing on a long term basis, and removes some of
:Ie social control e x e r c it h r ot hr e q u i ro

w o r ki n v o l v e m
P e o pw hd e s ia s s i s tw id e c i

m a k is h o us t ih at ho p tt o b ts u
s u p p o rM o sp e o pw im e nr e t a r dw n e
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w m om a na h
m e c hi p lo t canbeputi p s
a p a yo c a sI o u l
n ef s ua a r at f w o
a gc o ne n ta c subsidies offer an
important oppotiunity to r et c s o
c am a na p at t a
for little input by people with disabilities.

W ha s f eo p r oa a
in the field of developmental” disabilities?

Since discussions about personal assistance
often take place with representatives of people with
mental retardation, it is important t r es o
t f eo p r o fa a din the field of
developmental disabilities.

The fiaht over who knows what is best for Deorie with
mental retardation.

Though this will not be publicfy acknowledged,
one of the deepest fears is that people with mental
retardation will not have an equal voice in any coalition
with groups such as people with physical disabilities. In
other words, people in the developmental disabilities
field view themselves in a better position to listen to,
support, and encourage people with mental retardation
to ccme into theirown. Regretfully, this ends up at
times, takingarmher formof protectionism.

However, these fears are not totally invalid.
People with mental retardation have often been on the
bottom of a disability “pecking orde~ and the wording of
the Americans with Disabilities Act (ADA) i indicates
their marginality in the movement. Also, the growing self
advocacy efforts have often been and are still most
supported by people who are in some way connected
with the developmental disabilities systems.

Integration of Deoplewith mental retardation into an
inadecwate service svstem.

Personal assistance systems have been
tenuously constructed in most places. with many
problems besetting stability, flexibility, security and
quality. People involved in the field of developmental
disabilities generally do not wish to simply see people
with mental retardation participate in such inadequate
systems, and yet also do not view it as their roleto help
with the changes that would be necessary to improve
these effons. Expanding the role of the ILCSwill not be
adequate to address the challenges. Systems aspects,
such as having a city emergency backup aide service,
are not even known as options among developmental
disability agencies, who instead are moving toward
developing their own specialized systems.

Riahts versus mutuality.
One important area of concern in the field of

developmental disabilities is that rights cannot and will
not insure that people will have a good quality of life.
A o ally described, ‘ pa d w t r
o nT i an area of mutual concern w p i
t independent living m oy m e
d i s ca bt k o s ow a h t
a c h( ea p or eo a m m w o



c o m it o g e t ha nt hr e l a t i ob e t
s e l w e i e r m ma nm u t u a la rs e 4w
p l a c

W h ec aw g f rhere?
T h ie s si n t r o ds oi s sf f u r

discussion. I b e l isuchgmsroots d i s c ua
n e c e s si w a rg o it h af u n d a mc h a
at the I o cl e va w ea a p o f i tV i ci C r S W
a civil right to p e r s oa s s i s tT f u rp u r
t h ee f f o rw can w ot o g et o

* C r e am oo p p o r t u nf oe x c hs u
a A D A Pr e c ew o r ko p e r s
a s s i s t aa t hn a t i os e l f - a d
c o n f e r e

● S e eo p p o r t u nt i n c fp e ow i
m e n tr e t a r d aa p ao n a t i
d i s c u s so p e r s oa s s i s tinstead of
relying on organizations with other, sometimes
competing interests, to speak f op e o

* O v e r ct hi a n g ub a r rb e t
d i f f e rd i s a b ig r ob d e s c rb e t
w h aw m ew hw u sw o rsuch as
independence.

* S e ec o m mi s st o r g aa r oO
g oe x a mi t hi s so t hn u r
p r a c t ia cw h ih ab ep r o b li
s e v e rs t a tf op e otoiivei t ho
h o m ea n o ti s si t hu so f ic o
a nr e q u i r e mt hm ap r o hp e of r
l i v ii t h eownp l a c

P e r s oa s s i s t ai ih o u so f fo
v i s i bo p p o r t uf op e ot c ot o g ei
c r e a t is o mo t hc h a nt hc al et b e t
c o m m u ni i vf oa lo u s
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Rejections on Reti”onrhips “Between
People with Dkzbilitks and TypicalPeople

“Basicallywe should look at how we live--the different

relationships we have, the choices we make, and so on--and

aim to ensure that our friends with handicaps have the same

sort of fulfilling lives we have.

- Nicola Schaefer

Common Experiencesof People WM DiMn7itier

It seems trite to assert that people with disabilities possess the desire and need

for relationships with other human beings. Don’t we all? Yet at a recent training

session with the staff from a residential program, the lack of relationships in the lives of

people with disabilities was clearly pointed out. Thinking of the people they worked

with, the staff determined that none had “best friends.” A few of the residents could

claim one or two “close friends” while two enjoyed warm ties with their families. All of

the residents knew half a dozen or so “acquaintances” with whom they maintained casual

contact. The majority of the people the residents knew were staff, other residen~s, and

the people with whom they conducted the daily business of their lives; doctors, den[ists,

shopkeepers, and so on.

Most human service programs (schools, residences, workshops, recreation

programs) effectively set up barriers between people with disabilities and most people

in their community. Surrounded by paid staff and others receiving the same sen’ices,

people with disabilities are made into “clients,” “service users,” or “program participants.”

Family connections may be ignored or broken. Friends may be discouraged from

keeping in touch. A person’s history can be lost merely by entering a residential

program. Such occurrences are not infrequent. They take place so often that they form

a pattern--the “normal” existence for people with disabilities,

It doesn’t have to be this way. Some people with disabilities are well-loved,

treated with respect and encouraged to remain connected with their families, typical

peers, and people they have known in the past. However, it is important to recognize

some of the other dynamics that exist in the lives of people with disabilities.
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“U and l%em? Being Seen as Dif&a.I

The heart of this matter lies in how most non-disabled people view their

counterparts with disabilities. Over time our society defined people with disabilities as

somehow different than the rest of us, and in need of specialized care. The view that

individuals with disabilities are in some ways essentially different from the rest of us

results in several types of experiences. People with disabilities are separated from their

families and cornrnunities, cast into roles of dependency and @ssivity, and even when

physically present in some community settings, are kept at a social distance from the

other members of the community.

Sepur&-on

The pattern of rhe historical removal of people with disabilities from our sociery

j~ u’e!]-docu,mented. ~rge numbers of individuals were placed into large

congregate-care f~cilities for the avowed purposes of education and training, medical

care, family relief or sociid control of unwanted segments of the population (\lac\fillan,

19-7; Scbt:trcnber:er, ~?~:. \VO!fensberger,1977). Some concentrated effor{s ‘.~”ere-’>

also made to sterilize certain groups to prevent their propagation and also to kill thee.

outright (Lusthaus, 1985; Wertham, 1973).

T’neenforced segregation of people with disabilities from the daily life of their

communities reinforced the belief that some people are so different that they cannot fit

in or successfully contribute to their society. Tjpical community members lose the

chance to meet, get to know, and be with individuals with disabilities. The opportunities

for people in both groups to grow up together, and form attachments with each other

are often lost.

CIien.ttwod

By entering a program, most people with disabilities are turned into “clients.”

During this process, a person is cast into a dependent and passive relationship with the

staff and other caregivers. When the client role becomes life-defining, the person can

become lost and emphasis is placed on the person’s deficits. Teachers, doctors,

therapists and other workers are hired to correct the problems seen as inherent in the

disabled person.
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As a “client,”a person 1eams to show the acceptable behaviors at the right times

in order to get by. Consider the following incident. The author recently met two young

women who shared an apartment and received support from visiting staff people. The

women set up menus, bought food, and cooked the meals, all with the staffs on.Iooking

approval. Once left to their suppers, the women would throw out these meals and

prepare the food that they wanted to eat.

Given the above dynamics, it is not surprising that there is little mutual respect

found in many relationships between program staff and clients. As part of their jobs,

the staff attempt to control the lives of their clients, who in turn try to maintain some

control over their own lives. While the staff may define the client’s behatiour as

manipulative, self-destructive and so on, they in turn may view that staff as capricious,

inconsistent or simply out to get them (Bogdan & Taylor, 1982; Lovett, 1985).

A common part of any client’s life that is under the control of staff people are

the individual’s contacts and relationships with others. Both children and adults with

disabilities may be restricted from visiting their families or friends, from developing

relationships with others.

Being a client can create barriers in the development of reciprocal and nourishing

relationships with others. Through rare or a complete lack of opportunities, people ~~ith

disabilities become slowly desperate for connections with others that are not go;erned

by control (hlcGee, Menousek, & Hobbs, 1987). As virtually all people served by

human semices agencies are “clients,”the area of relationships benveen people with

disabilities and typical citizens needs to be addressed.

77iePeople In Our Lives

IMostof us take the notion that humans are social beings for granted and are

surprised to learn that others may not have the same range of friends, family, and

acquaintances as we do. Most of us would agree that there are degrees of closeness or

intimacy across our own relationships. We acknowledge intimates or “best friends” as

those few people who are closest to ourselves--at least in terms of understanding and

support. They are the ones we can turn to, in any situation. Next come our friends, and

then acquaintances--friends of friends, people who are not strangers. We “know”this

latter group, but not well. Finally are the numerous people whom we see regularly, but

for specific purposes; the postman, doctor, shopkeeper and so on.
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Developing cmdMahIainin g ReMons/ups

Helping someone to meet people and make friends can be difficult. Formal,

programmatic efforts to do so contradict our society’snotion of how relationships are,,
formed. We do not think of ourselves as reliant upon arranged marriages, strict kinship

obligations, or planned introductions be~een people who might be “good for one

another.” The possible exception to the latter case are potential business asociates,

where purely utilitarian needs are considered appropriate.

Arranged introductions seem an artificial and heavy-handed way to establish

relationships. And yet, some human service providers are attempting to do just this

order to surround people with disabilities with a number of friends and cIose ties.

in

These efforts are made in order to overcome the”barriers that prevent more namrally

occurring relationships from taking place. Despite the obstacles, it cannot be denied

that warm, reciprocal relationships between typical people and those with disabilities

exist (Bogdan & Taylor, 1987b;Strully A Strully, 1985;Taylor & Bogdan, 1987). Along

with the growing recognition of the importance of such relationships are human sen’ice

staff hired to “build-bridges”between people with disabilities and typical people

(Bogda~ 1987;Johnson, 19S5;Walker & Salon, 1987).

Both popular wisdom and the literature on this subject suggest several factors that

may be involved in the development and maintenance of relationships. What is still not

resolved is precisely how these factors are related to each other and their impac~upon

individuals.

Some Qu.uliti~ and Dimem”orzrof our Rel&”onships

It appears that at least six characteristics experienced by typical people in [heir

efforts to meet others and develop relationships may not be as available for people with

disabilities. These qualities of our relationships include opportunity, diversitv, continuity,

relationships that are freely chosen and given, and intimacy.

Oppomlnity

Typical people can take advantage of numerous opportunities to meet and get to

know other people. We meet others through our families, neighbors,

school/workplace, cultural, civic, and recreational events, church, synagogue. We also

come into contact with innumerable individuals simply in conducting our daily

affairs--buying food, getting the car fried, taking care of our health needs, hair
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c mail received or sent. In our western culture, it requires effort to avoid meeting

new people.

For many people with disabilities, such opportunities are simply lacking, and they

possess extremely limited opportunities to take part in activities and events where they

can meet their typical peers. We read of adults who did not know what rain was

(Rothman & Rothman, 1985), or a woman who had never sat by a lighted fireplace

(Bogdan & Taylor, 1982). And even when people with disabilities maybe physically

present in a community, a variety of circumstances conspire to keep them apart from

their neighbors (for example, program rules and restrictions, transportation, poverty).

Suppoti

Providing adequate opportunities for people with disabilities to meet and interact

with valued citizens in positive ways must be the first step towards the building of

meaningftd relationships. I-land in hand with these opportunities must be adequate

;fh disabilities and the typica] ~eople invoI\ed. Onesupport for both Ihe pe rsori f>~L

woman wanted to go to church, as she ‘had not attended since she was a child. .4 church

of the right denornina[ioz ..I.Qs]oca~ed,the priest contact~c!,and, a parish~ont?~ L=:-::>.~ IL.

sit withHelen during N4assand accompany her to the coffee hour afterwards. For

Helen, this effort was no: enough. She did not know how to behave in church, ZP,C!

smoked cigarettes, talked, and swore during the service. Not surprisingly, the

parishioner became uncomfortable sitting next to Helen, and soon stopped coming to

pick her up. Helen needed someone comfortable enough to direct her actions quietly

while in church--suggest going out for a smoke, or waiting, being quiet. Initially, a staff

person sensitive to Helen’s need to attend church and to the limits of appropriate

behaviors might have made the difference, by minimizing dismptions, allowing Helen

to attend church and meet others in the congregation. This staff person could then

encourage a member of the congregation to support Helen, in the hope that a friendship

would develop. Enhancing relationships between people with disabilities and typical

citizens is not accomplished by throwing unprepared and unsupported individuals

together.

On the other hand, support, instruction, and guidance must never be confused

with restricting a person’s opportunities to meet and form ties with other people.
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REFLECTIONSON RELATIONSHIPS

Human setvice programs have historically

available to individuals with disabilities.

Dikm-dy

controlled and limited the opportunities

a party once, one man suggested that even with only ten people in the room,

one of us would know someone who came horn, or have been ourselves, to virtually any

country in the world. The first skeptic named Borneo only to learn that one woman’s

Malaysian secreta~ was born on the Island of Borneo. A coincidence perhaps, but if we

stop to think about it, we know an incredibly diverse range of people with differing

backgrounds, interests, jobs, education etc. Although we may not choose to associate. .
with, or become close to everyone we meet, we have the opportunity to select our

friends from a large number of very different people.

Unfortunately, the same cannot be said of many people with disabilities,

especially those who were raised apart from their families and neighbourhoods. People

served in both institutional and community-based settings may experience little contact

with people other than fellow clients and staff people. Along with increased

opportunities for people with disabilities to meet typical citizens must come the suppc:t

to get to know a variety of individuals.

A we introduce people with disabilities to more people, we must also gi~’eup

some of our control over their lives. The excessive control that human service staff now

exercise over their clients would be socially inappropriate in the types of relationships

t w e m c d l b a

s g p o t u r a

person in his/her movements and associations.

C

Many of us thrive on opportunities to meet new and interesting people. But as

we continue to meet new people, we are sustained by those we have known for a long

time. The continuity we experience in some of our relationships over the years is an

important source of security, comfort and self-worth. Human beings learn to trust each

other within long-term, stable relationships (Maslow, 1954; McGee, Menousek, &

Hobbs, 1987).
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Many people with disabilities do not enjoy the same continuity in their

relationships. Children may leave their families for foster care or residential education

programs. Staff people, social workers and case managers can come and go frequently,

causing disruption in a person’s life. Wolfensberger (personal communication, mid

1970s) likens many people’s experiences to a “relationship circus” where staff and

professionals dance in and out of a person’s life, each in turn demanding instantaneous

trust from the person with disabilities. An observer in a supported apartment program

learned that her five months obse~ation gave her some seniority over most of the

support staff (Lutfiyya, 1987).

The service providers who surround people with disabilities must learn to support

and not to stand in the way of long-standing relationships of the people they serve.

%sisting people to stay in touch is essential. Letters may need to be written andread,

phone numbers dialed, transportation provided. Helping a person to remember

birthdays, anniversaries and other important occasions are ways to maintain ties. Some

people may need help to remember and cherish the history of their connections with

others. Some individuals may need assistance during a visit or social event with a friend

or relative; such as how to be a gracious host (or guest), how to carry on a con~rersa[ion,

or obse~e other social graces.

Freely Given and Chosen Rel~”onships

For the most amazing reasons, others like us and love us because they want to.

Our spouses, lovers, and friends all choose to be with us and we choose them. We are

surrounded by people who accept, love and tolerate us and we do the same for them.

When this is not the case, we think that something must be wrong somewhere, and seek

to rectify the situation. Popular culture and our books of wisdom assert that this is as it

should be.

Many people with disabilities enjoy few close relationships with others, and e~’en

fewer unpaid relationships (Johnson, 1985).The main source of relationships for a lot of

people with disabilities are their families, program staff and other clients. Given the lack

of opportunity and support to meet people in the community this should not surprise us.

Yet it can be difficult to appreciate what life is like for people who know no single

person who spends time with them because they want to, not because they are paid to

do so or are involuntarily placed in the same setting.
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attachment to Rose.

All of this is not

genuine warmth, caring

relationships and its absence from the li~’erof many peGC1c I’,’!:h<:~:i ~~R:ies. (7ur goz!

must not simply be to introduce people to others, but to c;<::~e tiIe ~:-i..,j:(]A-~~:~~[ [&ia[\ :]1

encourage typical members of our communities to volun!ard:; choose [o form

relationships with people whose lives have been marked by ~:p~~~:~cfl:~~PL~]~}~~-}~!]~afi

sen-ice staff hoping to support friendships between people with disabilities and q,;oical

community members can be direct in thclr ~fforts. They can ask tkemst:l~~es,“uho seems

to be interested in this person?”; “wholikes this person.?’”ane‘ “wfhowzmlst~.>spend time

with this person?”

Inrimacy

With its many meanings, ;he word i may i“. ‘.. .:.: L:I;. :. .: IF,eLi’.crezs

an expression of the closeness, com.fofiand tn~~td~~t :-I+-:::..~: --:~; ‘-:-‘ .:- : R-“-:~h~r.

Intimates can express thoughts and feelings t):at they sk::. .;.: UCIor:c ck. Despite

the difficulties in determining how a person defines those s/he is “clo.-iestto”, most

people have (or aspire to) a few “intirmtes.”

We are just beginning to recognize that many disabled in.6ividualshave no one

with whom they share a close, intimate relationship. Some may claim SilCh 3 coin.nection

with another, and find this cioseness is not sbmd b the other ~ -R:,::. “ ‘.’~ouldbe easy,,. . .,
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to interpret this “fmtasy” as a result of the person’s cognitive impairments. But if at

least one intimate connection with another human being is vital for each of us, this

“fantasy”may be necessary for the individual’sf T e for

those who want to support intimate relationships between people with disabilities and

their typical peers. All humans struggle in their search for intimate connections with

other people.

L?am.irzgfiom the Reilzthships of Othem

Two themes emerge from a reading of the available literature on the

development and maintenance of relationships between typical and disabled people.

Often those engaged in the relationships do not see. their involvement as unusual or

worthy of note. They ahmxt take the rela~ionshipfor granted (Bogdan & Taylor,

1987b). Secondly, the reduction of barriers and the increase in identification between

the two potential friends appears important in creating a mutually respectful relationship

(O’Brien, 1987).

The Possibilityof Reiti”on.d~ips

It is important not to deny the his[w-yof ary individu~ilor of a group of people.

We must never forget [he gen3:3:icn c1 .....>“ ~‘-’ ‘e 2Rd r.::g!ec:visit~clupori people ~~ith

disabilities, nor lose sight of ilietragic pasts (a~d present circumstances) of the

individuals with whom ~’e \\ork :ti@I.

accepting relationships between q~ical

1987). We must pro~rideopporn~ni~ies

meet each other, and we must learn to

IncreasingI&nrr”jic~”on

But ~l$emust also beliexwthat a variety of

and ;i::~bled indi~iduals are possible (McKnight,

\\’herep~~pi~cay.rnm.fortably come together to

recognize when we are :.~andingin their way.

Through studying esta;~!is;:td ~elatiorlsYLips,we learfi lh::: both parties possess a
~Jartn~rs ~]so re.~or?a reciprocit>~mutual respect for the other. i in their interactions that

may not be apparent to the outside cixerve r. ‘i’i,css feelings stem from a sense of

identification between the two individuals. They come to see the “sameness”or

commonalities behveen themselves and these ser.{ as the basis of the relationship.
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Conch-on

A mark of real acceptance of individuals with disabilities in our communities can

be found in the real rela:iortships they enjoy with typical peopIe. It is probably not

possible to create such relationships despite the efforts of people in the human services

to do so. However, the opportunities for disabled and non-disabled people to meet and

interact can be increased and encouraged. The dilemma for human semice workers is

the recognition that their programmatic presence may in fact semreas a barrier to the

development of the desired reiatioilships.
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Beyond Awareness:
Action Strategies for

Promoting Cultural Diversity in
the Development

Disabilities Network
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‘ k ,
ADMINISTRATIONFORCHILDRENANDFAMILI
370L’EnfantPromenade,S.W.

~EcH~E~ Washington,D.C.20447

Minnesota D.D. . ILtJ ‘ ~ j?~~
Council

Dear Colleague:

I am pleased to forward for your review a copy of the report entitled Jleyond
Awareness: Strateg ies for Promotinz CulturaI Diversitv in the Field of De elogme tal

. abiliti~ developed by the Multicultural Task Force during its Septembe; 21-24,n1991
meeting in Alexandria, Virginia.

The Task Force, sponsored by the Administration on Developmental Disabilities, was
charged with designing a systemwide approach for promoting cultural diversity through
the collaborative efforts of University Affiliated Programs, Developmental Disabilities
Planning Councils, Protection and Advocacy Systems, and the many citizens we serve.
The recommendations of the Task Force form the basis for the enclosed report.

As you are already aware, the Administration on Developmental Disabilities (ADD) has
been historically committed to the promotion of cultural diversity in our field. To
continue and further support this commitment, I have appointed Ray Sanchez, Directw,
Program Operations Division to serve as the ADD staff representative on the Task
Force. In this capacity, Ray will continue to work with the Task Force to expand its
membership to include consumers with developmental disabilities and to complete the
tasks identified in the Report. The Task Force will serve as an advisory body tome and
ADD on the progress of the Report’s specific recommendations as well as on other
broad issues related to cultural divemity in the field of developmental disabilities

I enthusiastically suppoxt the report of the Task Force and I am cotildent that,
together, we can move from awareness to action.

Sincerely,
T

Debomh L. McFadden
Commissioner
Administration on

Developmental Disabilities

Enclosure
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PREFACE

From September 21-24, 1991,members of a task force convened by the Administration on
Developmental Disabilities (ADD) worked toward the design of a systernwideblueprint for
the promotion of cultural diversity among the numerous agencies, institutions, and groups
supported by ADD. The Multicultural Task Force in the Field of Developmental
Disabilities was broadly representative of the academicians, systems planners, and service
organizationswhose influencespans the universeof advocacy,education and training,clinical
service,research, and technical assistanceactivitiesconducted throughout the nation. While
individualswith developmental disabilitieswere not within the ranks of task force members,
their presence was felt during the spirited debates, during small group brainstorming
sessions, and during evenings spent with a note pad or word processor producing the nth
draft for the morning review.

While members of the multiracial/multiettmic task force were unique in geography,
professional activity,and programmatic approach, there was a shared commitment with the
Administration on Developmental Disabilities that strategies must be articulated for
promoting systemwide action based upon a growing awareness of the changing American
demographic landscape. The recent accomplishmentsof model projects for the promotion
of cultural diversity have generated ripples of excitement throughout the field and it was
clear that the emerging paradigm of cultural diversitywas rapidly maturing from Awareness
to Action.

Task force members were divided into four working groups; 1) Statement of Principles; 2)
Plan/Strateg for Awareness; 3) Dissemination Plan and; 4) National Conference Agenda.
The Statement of Principles Working Group was charged with articulating the global
statements which framed the rationale as well as the specific areas of programmatic activity
to be impacted by the concept of cultural diversity. The Plan/Strategy for Awareness
Working Group was assigned the task of identi~ng systematic steps for actively stimulating
a greater commitment to cultural diversity among the agencies, institutions, and groups which
comprise the ADD universe of developmental disabilities. The Dissemination Plan Working
Group focused on the design of a systematic approach for identifying and transporting the
tools for promoting cultural diversity (i.e., cultural awareness curricula) to those who will
require the tools for implementing change in their particular environment. The National
Conference Agenda Working Group was presented the Challenge of developing a national
forum for stimulating cross-fertilization and systemwide action among all participants in the
field. An underlying premise for all Work Group activity was the shared commitment to
stimulate collaboration among University Affiliated Programs, Developmental Disabilities
Councils, and Protection and Advocacy Agencies.
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W e f t f d S k a n p a a
n s which transcends awareness. We, the framers of this first national strategy,
are graphically aware of the complexity involved in articulating a concept of cultural
awareness and of the significantdiscussionsand brave modelling efforts which must occur
as we all proceed from awareness to action. But proceed we must.

J C P & M K E
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The Need

The realityof an American society in whichracial and ethnic minorities are increasing
in numbers and influence is becoming clearer each day. The message is transmitted through
the media, through our crumbling education system, and within the corridors of our over-
taxed and antiquated health and social semice agencies. From the vantage point of the
Developmental Disabilities Network, we see the consequences of poverty, of virulent to
benign misunderstanding, and of apathy that are tragically concomitant with this rapid
change in the new reality of the American social fabric.

C

The Developmental Disabilities Network does not reflect this new multicultural
reality; not among faculty, not among our planners, not among our staffs, or our trainees,
or our advocates. Part of the problem is our discomfort in disengagingwith the familiar and
the comfortableand our hesitancy to embrace a new paradigm in its embryonicstage. Some
of us have taken a few small steps toward changing this reality and have timidlyentered the
realm of awareness. Our modest success have increased our commitment to spreading this
awareness throughout the Developmental Disabilities Network. Yet, the urgencyof the
reality of a multicultural societydemands that we must go beyond awareness. We must act.

A S

The purpose of this document is to provide the first of a series of blueprints for
action, tools for promoting cultural diversity in the Developmental Disabilities Network
(UAPS, DD Councils,P&k, etc.). It is the first step in a long new road which must be
travelled aggressivelybut sensitively. As we gain confidence in traveling this new road, the
future willbecome clearer and those who travel on the road will become more numerous.

The document is divided into four basic and interrelated components:

1) A Philosophy for Promoting Action;
2) A Plan/Strategy for Stimulating Action;
3) A Dissemination Plan for Identifying and Distributing Tools for Action and;
4) A Forum for Promoting Action within the Developmental Disabilities

Network.
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In their totality, they provide the means for collaboration among the three

components of our Network (UAPS, P&As, DD Councils) as well as the impetus for going
beyond awareness.



S P

The UniversityAffiliatedPrograms, the State Developmental DisabilitiesPlanningCouncils,
the Protection and Advocacy Systems, and other related programs and agencies, must
develop collaborative plans and service delive~ systems that address the inclusion of all
persons with developmental disabilities representative of all racial and ethnic minority
groups. The training and service deliverysystem must be famiIy-centered,community-based
and culturally competent. A culturally competent training and service delive~ system
demonstrates honor and respect for the beliefs, interpersonal styles,attitudes, and beha}iors
of people with developmental disabilitiesand their families. It also reflects those values in
policy, administration, training, and service.

1.

2.

3.

4.

5.

WHEREAS, there are an estimated seven millionAmerican children and adults with
developmental disabilities,includinga large number who are members of racial and
ethnic minority groups, and

WHEREAS, the Administration on Developmental Disabilities is a national leader
in advocatingfor people with developmental disabilities and their familiesregardless
of race, creed, color, religion, gender or national origin, and

WHEREAS, children and adults with developmental disabilities and their families
who are members of racial and ethnic minority families have been historical!; and
continue to be denied access to quality services, and

WHEREAS, members of racial and ethnic minority groups are markedl)
underrepresented among faculty and trainees, and the staffs of Developmental
Disabilities Councils and Protection and Advocacy Agencies, and

WHEREAS, there is a growing commitment among all components of the ADD
network to promote stra~egiesfor greater cultural diversity,

THEREFORE, BE IT RESOLVED that the ADD network, including University
Affiliated Programs, Developmental Disability Councils, and Protection and Advocacy
Agencies will collaborate in the design and implementation of action strategies which
promote cultural diversity throughout the national ADD network.

BE IT FURTHER RESOLVED that the Administration on Developmental
Disabilities will develop and implement specific plans which will promote the actilfe
participation of people of racial and ethnic minority groups currently underrepresenled in
the field of developmental disabilities.



A Plan/Strategy for Stimulating Action

Moving Beyond Awareness to creating an ongoing multi-cultural foundation within the
Disability Network will require legislative changes, policy development and collaborative
action-oriented programs. The foundation established must provide for inclusion of all
persons throughout the system.

The cultural environments created must be firmlyembedded through all core programs of
the disabilitynetsvork. T o ni a s o f t e should
be collaborative in nature and driven by the commitment to building a society that insures
inclusion for all persons.

The following recommendations are made by the multicultural task force. These
recommendations and strategies for action are based on four interrelated domains that will
build the actions leading to program development to ensure participation and inclusionof
all persons with multicultural backgrounds in the disabilityservice system.

Participation and inclusion here defined refers to all aspects of the disabilityservicessystem
which includes consumers, councils and advocacy groups, direct service providers,
interdisciplinary students and professionals and program and agency directors and
administrators.

RECOMMENDATIONS

JJxislation and Regulations

Establish coalitions with agencies and programs (eg. CCD, N P U
A c A T A U A u o p
o rc g t i l r a
p d c a w d o m c c
l i l t a i ofp of d c
a a I eo t d is es

Timeline:

Ongoing -- reauthorization of each act.

Responsibility:



had responsibility -- A4UAP legislativecoordinator and state UAP directors and
administrators.

Implementation Strategies:

1.

2.

3.

4.

5.

6.

Identify disability, minority and training legislation (DDAc~Rehab. Acq Education,
Health CareProfessionalTraining, AreaHealthEducationConsortium, Maternaland
Child Health, Office of Minority Health, Health Career Opportunity Program,
and Others)

Determine reauthorization process

Determine appropriations process

Identi@ and work with major constituents (eg. CCD, NADDC, P&As, UAPS,
~UAP, DD councils, &41MR, TASH, ARC, UCP, ADD, universities and other
professional organizations)

Become familiar with multicultural lobby groups

Develop and present final legislativerecommendations

Advocate S h p t n t
d s s a t s i b c p
f m c a a

T

FY92

Responsibility:

A4UAP, NADDC, P&A and UAP directors and administrators

Implementation Strate~:

1. Secure commitments and participation from House and Senate leadership.



Collaborative Ca~acitv Building

L E o c r w c P o r
a l s f l o s r i p
e e fi s d l r p a
i t l s s

Timeline:

FY92 -- Ongoing

Responsibility:

Agency and program directors and administrators

Implementation Strategies:

1. Establish interagency/multiple-agencyworking groups
2. Develop
3. Develop

II. A

interagency mission statement
and implement collaborative agreements

r r e r a s e
r o p p i p d
c d s s T r m a i
c q p i

Timeline:

Immediate

Responsibility:

and ongoing

disabilityservice agencies at the local, state and federal level

Implementation Strategies:

1. Identify existingresources across agencies and programs
2. Develop joint funded projects and activities
3. Implement and monitor interagency activity
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I D T A C

F “ as s i i

l-imeline:

Immediate

Responsibility:

and ongoing

ADD, AAUAP and UAPS

Implementation Strategies:

1. Identify and evaluate effective models for inclusion.
2. Identify major initiatives and funding opportunities
3. Establish guidelines for developing outcome measures.
4. Develop a student and staff resource bank through exchange

programs and minority colleges and universities.

Personnel Development

p p

p m

I. E p s i t p r
c e t i c e t

d s s

Timeline:

FY93

Responsibility:

ADD and other state

Implementation Strategies:

and federal agencies in collaboration with UAPS

Establish personnel training standards at the undergraduate and paraprofessional
level

2. Provide opportunities’for nontraditional students to enter into the system

36



3. Increase accessibility to interdisciplinary training at the undergraduate and
paraprofessional level through nontraditional methods, such ascommuniv college
programs, interactive video, etc.

4. Provide training opportunities for generic sexvice providers.



A D P I
D T A

G

To develop a plan which includes a) the identification of target populations, b) the
identification of content areas for which resources are needed to facilitate the recruitment
and retention of facultyand trainees from diverse cultures and the inclusionof persons from
diverse cultures in all of the planning, program, semice, advocacy, and technical assistance
activities of UAPS,DD Councils, and P&As, c) examples of resources available to address
the identified content areas, and d) methods for dissemination of those resources through
the provision of training (pre-sexviceand in-service) and technical assistance.

N

The primary need to be addressed by the stated goal is the a) critical shortage of
personnel at all levels of the planning, training, service, and advocacy systems designed to

serve people with developmental disabilities and b) the need to create environments within
the UAP, DD Council, and PAA networks that are actively responsive to the need for the
inclusion of people from diverse cultures (with and without developmental disabilities) within
the DD network.

I dT P

The target populations include: a) faculty and trainees, professionals,

paraprofessionals, administrators, policymakers who are already employed within the health,
education, social and advocacy service systems; b) volunteers within the DD network which
includes people with developmental disabilities and their families and: C)organizations, both
public and private, that have as their primary mission the provision of quality services for
people with developmental disabilities and their families, organizations within the private and
public sectors that provide health, education, and social sewices to all citizens within the
U. S., and non-DD/non-service organizations, such as research institutes, institutions of higher
education, and related professional associations. (See Table 1 for examples of the three
types of organizations.)



I dC A

T r p e a i
c ow p f d c l of the DD p
t s a s

2) Tools to promote the development of skillsto provide direct services to people from
diverse cultures.

3) M r r f t U P o
i h e t t p p
f t s p w d d ( T

I t u l r e t
r p a c s c i r
p s p w d d

(Note: Several bibliography lists were obtained during the meeting of the task force
and with relatively minimal effort the Table 2 could be expanded to provide examples
for each of the four content areas.)

R eD

1) Identify training programs that are established to facilitate the reduction of prejudice
and/or that provide knowledge about the values, beliefs, family orientation, child-
rearing practices, and so forth of specific cultures and ethnicities within the U.S.
These training programs would be viewed as a prerequisite to attend the regional
training program discussed in recommendation #2 below.

I a r t p UAP, DD Council, and P&A staff on
multi-cultural issues related specificallyto people with developmental disabilities. It
is recommended that the Multi-Cultural Education and Training Core Curriculum
developed by Drs. Sam Chan and Marie Poulsen at the Children’s Hospital Los
Angeles UAP be the foundation for such a program.
Such a regional training program would provide key leadership to further train
professionals,paraprofessionals,administrators, policymakers,and volunteersworking
with people with developmental disabilities.
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D as m i r ( m a
a o w A N N I s

t m t h b d o o w the DD
nework, the private/public education, health, and human service agencies, and
particularly those organizations that have as their aim the promotion of a specific
culture, race, or ethnicity.

I a s p t a t o
w p c us i n f
t a r r t d m p a

s p

40



T 1

E T O

N S

O rAAUAP UAP
NAPAS, Inc. DD Councils
NADDC P&As
Epilepsy Foundation Advocacygroups
U
A

P uP DEC Some School Districts
Organizations in NECTAS State Public Health Depts.

NABSW State Education Depts.
OSERS State DD Councils or Depts.
USPHS of Mental Retardation

N and Non=sefice A I i H L e c
O r g aE dL C

C N aC
L
M
E I n
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E P T P S D

A A A

Davis-Russell,E. & Long, C. (1990). Some Issues Regarding Work with
African American Clients. The California Psvcholo@t. Nov.

Randall-David, E. (1989). Black Americans. In E. Randall-David, Strategies
for Workine with Culturally Diverse Communities and Clients. Washington,
D.C.: ksociation for the Care of Children’s Health.

B. A A /P I

Kobata, F. The Influence of Culture on Family Relations: the Asian
American Experience. In The Asian American Experience.

Crystal, D. (1989). Asian Americans and the Myth of the Model .Mir~rit>’.
Social Casework. The Journal of Contem~orarv Social Work.

c. Hispanic-Latino

Rogler, L. H., et. al. (1987). What Do Culturally Mental Health Senices
Mean? The Case of Hispanics. American Psvcholoeist. 42 (6).

Grossman, H (1983).what Cm.mSeloriEducatorsandPwholocistsSMM!@
Know About the Hispanic Culture in Order to Work More Effectivelywith
Hisuanic Exceptional Students and Their Parents. (ExecutiveSummary). San
Jose State University: Department of Special Education.
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Immovin~ Outcomes: Earlv Intervention Setices for Indian Children with
SDecialNeeds.

O’Connell, J. (1987). A Studv of The SDecial Problems and Needs of
American Indians with Handicam Both On and Off the Resewation. (Vol.
1). U.S. Department of Education: Office of Special Education and

Rehabilitative Se~ices.

E S A

Mueke, M. A. (1983). Commentaries: Caring for Southeast Asian Refugee
Patients in the U.S.A. American Journal of Public Health. 73(4).

F. C rT R D t w w p
D D

United States Department of Agriculture and United States Department of
Health and Human Semices. (1986). Cross Cultural Counselin~: A Guid~ for
Nutrition and Health Counselors.
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Supportingthe Growth

Abstract

The self-advocacymovementin NorthAmericaamongpeoplewith

developmentaldisabilitieshas grownrapidlysinceits beginnings

in the mid-1970s. This study identifiesthe factorsthat

contributemost to supportinggrowthof self-advocacyby examining

the historyof self-advocacyand reportingon interviewswith

leadersand veteranadvisorsof the self-advocacymovement. It

thenmakesspecificrecommendationsfor how agenciesand

professionalswho work with personswith developmental

disabilitiescan supportthe furthergrowthof self-advocacy.
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Supportingthe Growth

Supportingthe Growthof the Self-AdvocacyMovement:

WhatWe Can Learnfrom Its Historyand Activists

In 1974 the first self-advocacy conference in the United

Stateswas organizedby personswith developmentaldisabilitiesin

the stateof Oregon. Sincethen hundredsof localself-advocacy

groupshaveformedacrossthe UnitedStatesand Canadaand around

the world,helpingjustifythe frequentuse of self-advocacy

movementin descriptionsof this development(PeopleFirstof

Washington,1985;Rhoades,Browning,& Thorin,1986).

Many self-advocacygroupsexist in relativeisolationfrom

each other,but in severalstatesthereare now eitherwell

developednetworksof groupsor formalstatewideorganizations

with electedofficersand paid staff. Furthermore,nationalself-

advocacyorganizationshave recentlyformedin Canadaand the

UnitedStates. While it may stillbe accurateto describethe

self-advocacymovementas fragile,it is clearthat it is more

than justa passingphenomenon(Brunk,1987).

The purposeof this study is to understandwhy self-advocacy

has grownas rapidlyas it has in orderto identifythe factors

that contributemost to supportingitsgrowth. The studyfirst

examinesthe historyof the developmentof self-advocacyin the

UnitedStates. This sectionis basedprimarilyon written

sources,includingspeechesand articlesby personswith

developmentaldisabilitieswho have beeninvolvedin the self-

advocacymovement.

49



Supportingthe Growth

The secondsectionis basedon interviewswith leadersof the

movementand nondisabledself-advocacyadvisors. The interviews

were used to draw informationfromthe personswho are currently

most directlyinvolvedin the self-advocacymovement. The third

sectionsummarizesthe informationfromthe firsttwo sectionsand

draws some conclusions.

Understandingthe Growthof Self-Advocacy

The NorthAmericanself-advocacymovementseemsto have its

roots in the socialclubs for peoplewithmentaldisabilitiesthat

existedin Swedenin the 1960s(Hilliams& Shoultz,1984). Those

socialclubsemphasizedthe importanceof decisionmakingby their

membersand supportedthat emphasisby providingtrainingin

parliamentary

throughthe e“

(Nirje,1972)

As those

proceduresand realexperiencein decisionrnaking

ectionof officersand participationin committees

clubsdevelopedtheybeganexchangingvisitsand

organizingregionalmeetings. Those interactionsculminatedin a

nationalconferencein Malmoattendedby 48 representativesfrom

throughoutSwedenand two guestsfromDenmark. The purposeof the

May i970 conferencein Malmowas to discussconcernsrelatedto

leisureactivities,residentialliving,and employment,but the

real significanceof the conferencewas that

firstorganizedarticulationof a desirefor

determinationat a nationallevelby persons

it was perhapsthe

greaterself-

with mental

retardation(Nirje,1972;Williams& Shoultz,1984).
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Supportingthe Growth

Thatdesirefoundexpressionthroughoutthe conference,as

evidencedby the followingexcerptsfrom a summaryof the findings

of the conference:

‘/vall agreethatwe want more rightsto participatein

decisions,especiallyin planningand carryingout our

leisuretime activities.

We all thinkone shoulddecideoneselfwhat to do

duringvacation. There shouldbe studentcouncils[in

Sweden’sspecialschools]whichcan takepart in decisions

aboutthe curriculum,the choiceof books,leisuretime in

school,etc.

We want to chooseour vocationsourselves,and have

influenceover our education.

We thinkwe shouldbe presentwhen our situationis

discussedby doctors,teachers,welfareworkers,foreman,

etc. (Nirje,1972)

The Malmoconferenceinspiredconferencesin Britainin 1972

and in BritishColumbiain 1973. FivepersonsfromOregon

attendedthe conferencein BritishColumbia. Threewere

residentsof the

institution,and

The Oregongroup

FairviewHospitaland TrainingCenter,a state

the othertwo were staffmembersfrom Fairview.

returnedenthusedaboutthe ideaof a statewide

conferenceand organizationand were ableto convinceother

persons,both insideand outsideof Fairview,of the valueof

organizinga conference.Theireffortsled to a conferencein
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Supportingthe Growth

1974that attracted560 peopleand a secondconferencein

t a people. Personswith mentaldisabilities

were involvedin all aspectsof planning,organizing,and leading

both c.nferences. Whilenonhandicapped

supportand advice,theydid so in ways

developmentof skillsand leadersamong

disabilities(Edwards,1982;Williams&

personsdid provide

thatwould encouragethe

the personswith

Shoultz,1984).

Oregoncontinuedhavingannualconferences,but perhapsmore

i m p o r t ai b e ca m oa sourceof inspirationfor the

formationof otherself-advocacygroupsacrossthe countrywho

contactedthem or who saw a filmaboutthe secondconference

calledPeople First (Edwards,1982;Rhoades,et al., 1986;

Williams& Shoultz,1984). In additionto the groupsthat had

been inspiredby Oregon,therewere alsoself-advocacygroupsthat

began formingindependentof the eventsin that state,as well as

some, that had pre-datedthe Malmoconference(Williams & Shoultz,

1984).

Severalhundred self-advocacy groups involving several

thousand persons with mental disabilities have formedin the U.S.

and Canadasincethe firsttwo Oregonconferences.One studyin

the early 1980sidentified152groupsand estimatedthat those

groupshad a totalof 5,000members(Browning,Thorin,& Rhoades,

1984). We can make a more currentestimatebasedon a recent

directoryof self-advocacygroupswhichlists380 groups

(Associationfor RetardedCitizens,1990). If we use the same
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formulausedby the Browningstudy,

memberswouldexceed12,500. These

growthof self-advocacybecausethe

the estimatednumberof

numbersunderestimatethe real

ARC directorydoes not include

groupsthe authorhas contactwith in New York,Kentucky,and

Kansas,and theremay be othergroupsthat are not included.

In the lastdecadeone of the significantdevelopmentshas

been the growthof viablestatewideself-advocacyorganizations.

PeopleFirstof Washingtonwas one of the earlystatewide

organizationswith the fundingneededto maintainstaff,offices,

and communicationsessentialto a functioningorganization.Since

1981 it has openedthreeoffices,hireda staff(over50% are

personswithdevelopmentaldisabilities),and grownto 46 groups

(Associationfor RetardedCitizens,1990;PeopleFirstof

Washington,1985& 1986;Rhoades,et al., 1986).

Statewideorganizationshave formedin otherareas. In New

Jersey,the UnitedSelf-Advocatesheld theirsixthannual

conferencein June 1990. The conferencewas attendedby 450

peoplerepresentingover 50 groups (NewJerseySelfAdvocate,

1990). Almost300 peoplefrom fivegroupsattendedthe Speaking

for Ourselvesconferencein Pennsylvania in 1990 (Speakingfor

Ourselves,1990).And in New York, a new statewideorganization

drew 250 personsto its firstself-advocacyconferencein the

summerof 1 (Self-AdvocacyAssociationof New York,undated).

More recently,self-advocatesin the UnitedStateshavetaken

stepsto forma nationalorganization.At a conferencein Estes
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Park,Colorado,in September1990,400 self-advocatesvotedto form

a nationalorganizationand electeda steeringconnnitteeto make

recommendationsaboutthe missionand structureof the

organization(NationalSteeringCormnitteeof Self Advocates,

1991). Then at a secondnationalconferencein Nashville,

Tennessee,in September1991,700 self-advocatesratifieda

proposalto forma nationalcoalitionof stateand localself-

advocacygroups,coordinatedby a SteeringCommitteecomposedof

electedregionalrepresentatives(B. Carabello,personal

communication,September9, 1991).

Likewisein Canadarepresentativesfrom regional

organizationsmet in Winnipegin March 1990to debatea draft

constitutionthatwill lead to the formationof NationalPeople

First (Laroche,1990).

What explainsthe extraordinarygrowthin self-advocacyamong

peoplewith mentalretardation?I suggestthat the clue to

understandingthisgrowthlies in the conflictbetween,on the one

hand,an existingsocialconstructionof disabilitythat relegated

peoplewithmentalretardationto an inferiorand segregated

statusand,on the otherhand,a new ideologyand practiceof

equalityand integration.That conflictbecameparticularlyacute

in the mid-1970s,creatingin the processbothmotivationand a

new spacethatencouragedthe growthof self-advocacy.In what

followsI’willseekto elucidatemy argument.

54



Supportingthe Growth

The SocialConstructionof Disability

The experienceof disabilityis the resultof a timeand

culturallyspeci<

socialconstruct

Taylor,1982;G1

ic socialconstruct;the key elementsof that

will vary accordingto the disability(Bogdan&

edman& Roth,1980;tlinow,1990; Sarason & Doris,

1979;Scheer& Groce,1988). If we want to understandthe lives

of personswith disabilitieswe need ‘o understandthe natureof

the specificconstructof disabilitythat is relevantto them.

An illuminatingexampleof a specificsocialconstructof

disabilitycan be foundin Groce’s(1985)studyof personswho

were deaf livingin Martha’sVineyard. From the time it was first

settledby Europeansin the 17thcenturyuntilthe early20th

century,Martha’sVineyardhas had a high percentageof persons

with hereditarydeafness. Grocefoundthat in theireducation,

maritalstatus,employmentopportunities,economicstanding,civic

participation,and socialinteractions,personswho were deaf on

the V i n e yd in od i ff rp e r

w aa s t r i kc o n tto the situation

on the mainlandduringthatsame period,

segregated.

Groce~

personswho

who were not deaf. This

of personswho were deaf

who were marginalizedand

dentifiestwo factorsthat explainthe integrationof

were deaf on the Vineyard. One was that the

prevalenceof deafnesscontributedto an attitudeof acceptance

becausepeoplethoughtthat it couldhappento anyone. The second

factorwas thatvirtuallyeverybodyon the islandused sign
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language,therebyeliminatingthe most importantbarrierbetween

personswho were and were not deaf.

The attitudesof acceptanceand the lackof conununication

barrierswere the key elementsof the socialconstructionof

deafnesson the Vineyardand explainwhy the situationwas so

differentfromthe situationof personswho were deafwho livedon

the mainland. Thatdifferenceis forcefullyhighlightedin a

remarkmade to Groceby a woman she interviewedin the courseof

her research,who toldher, ‘Thosepeopleweren’thandicapped.

Theywere justdeaf” (p. 5).

The RetardinqEnvironment

In 1983the CaliforniaState Councilon Developmental

DisabilitiescontactedPeopleFirstof Californiato conducta

needsassessmentamongpersonswith developmentaldisabilities.

The task forcethatconductedthe assessmentconsistedof six

personswho weremembersof the CapitolPeopleFirstself-advocacy

group,two advisors,and a writer.

After interviewingover 150 clientsand serviceprovidersin

a varietyof settings,the task forceconcludedthat

many peopleare betteroff for not gettingservicesfrom

institutionalizingand devaluingpartsof the system. We

also saw clearevidencethat peoplewho do get genuine

clevelopnentalservicesdo betterthan peoplewho get

traditionalservices. When all factorsare the same,

includingthe type and degreeof biologicalimpairment,the
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evidenceseemsvery strongthatthe ones who becomeable to

lead the most normal1ivesare thosewho have beenhelpedto

the greatestextentoutsideofthe traditionalservice

system. In short,the task forcesuggestsa new phraseto

be used to sum up the natureand effectof . . . the

traditionalsystemof servicesfor the mentally

retarded. . .. THE RETARDINGENVIRONMENT.

The retardingenvironmentis found in statehospitals,

in shelteredworkshops,in segregatededucational

facilities,and often in integratedspecialeducation

programs. It is found,tragically,in almosteverytype of

program,and evenmore tragically,in the attitudesof so

many of the keepers of the system. (PeopleFirstof

California,’1984,p. 10; emphasisin original)

In effect,what the PeopleFirsttask forcedescribesin its

reportare someof the aspectsof the socialconstructionof

mentalretardationin the UnitedStates.

One important element ot the retarding environment that the

PeopleFirsttask forcehighlightedis the persistenceof

attitudesthat devaluepeoplewithmentalretardation,a reverse

parallelto Groce’sidentificationof acceptingattitudesas one

of the keysto understandingthe situationof personswho were

deaf on Martha’sVineyard.

Personswith mentalretardationthemselvesare acutelyaware

of thisdevaluation,whichtheyoftenexperienceas invisibility.
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StephenDorsey,a leaderin the self-advocacymovement~n

Pennsylvania,says:

Most peoplelook at us, but theydon’t see us. I have been

in a workshop. . . for 17 years. Last month,I gave a

speechto the DelawareCountyAssociationfor Retarded

Citizens.. . . I read someof the speech I gave in

Washingtonon the MedicareReformAct. After I had

finished,a staffmember[frommy workshop]cameup to me

and said,‘I’mimpressed,Stephen,very impressed.X didn’t

even know you could read.’ That’swhat I mean by ‘looking

at us, but not seeingus.’ (InterServe,undated,emphasis

in original)

In a similarvein,a leaderof the self-advocacymovementin

Nebraska,NancyWard,relatesthis story:

I used to work in a shelteredworkshop.. . . My boss

becameill. She had to quit. Beforeshe did, she talkedto

me aboutapplyingfor her job. I didn’thave any confidence

in myself. After talkingto other peopleaboutit, I

finallydecidedit wouldn’thurt to at leastfillout an

application.When I triedto fill out the application,the

personneldepartmentwouldnot even let me fill it out.

This made me upset,but I went back to work. A coupleof

weeks later,severalstaffmemberscame to the workshop

buildingwith the new supervisor.After talkingwith them,

I was toldto trainthe new supervisor. Therefore,I quit
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and foundanotherjob. (Ward,1989,p. 14)

These storiesreflectthe recurrentexperienceof having

one’s abilitiesignoredor underestimated,not on the basisof an

objectiveevaluationof a person’srealskills,but as the result

of preconceivednotionsthatare the resultof prevailing

attitudestowardpeoplewithmentalretardation.

There are two noteworthyaspectsof thesestories. The first

is that both StephenDorseyand NancyWard have rejectedthe

validityof thosedevaluingattitudes.In doingso they undermine

the currentsocialconstructbecauseitscontinuedexistence

dependson the passiveconsentof personswith mentalretardation

who have acceptedand internalizedthoseattitudes.

The second aspectis thattheyaredescribingexperiences

withinthe systemof socialservicesfor peoplewith mental

retardation.As PeopleFirstof Californiamakesclearin their

descriptionof the retardingenvironment,a key elementof the

socialconstructionof mentalretardationis a servicesystem

which encouragesdependencyinsteadof independence.T i n

surprisingsincethoseservicesa the result of a broader public

policythat has in generalnot supportedthe self-determ

peoplewith disabilities.

Berkowitz(1987),in his analysisof disabilitypol

nationof

cy in the

UnitedStates,notesthat the fundingfor programsthat seekto

integratepeoplewith disabilitiesintothe economicand civic

life of theircommunitiesis a smallfractionof the fundingfor
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programsthat simplytransfermoneyto personsassumedto be

incapableof beingproductiveand contributingcitizens.

This observationholdstrue if we lookmore specificallyat

publicpolicyin the areaof mentalretardation.In his

examinationof how federalfundsare used for mentalretardation

programs,one of Braddock’s(1987)conclusionswas that therewas

a continuinginstitutionalbias. In FY 1985,$1.918billion,or

almost25% of all federalfundsfor mentalretardationand

developmentaldisability(MR/DD]programs,went towardthe

maintenanceof 100,000personsin publicinstitutions.In

contrast,funds for specialeducationand rehabilitationgrants

amounted to 4.8% of MR/DDexpenditures.Since38.5%of federal

MR/DD fundsgo to incomemaintenanceprograms,thatmeansthat

almost2/3 (38.5+ 25 = 63.5%)of federalspendingsupports

keepingpeoplein institutionsand/orout of the workplace.

What I have sketchedaboveare some of the piecesof the

socialconstructionof mentalretardation.They includethe

existenceof widespread

dehumanizepersonswith

and internalizedby the

negativeattitudesthatdevalueand

mentalretardationand thatare accepted

devaluedpersons. Thoseattitudesare

reinforcedby a systemof services that segregatepersonswith

mentalretardationand at the sametime encouragetheir

dependence. In turn,thoseservicesare guidedby a publicpolicy

that has in generalnot supportedself-determination.

The socialconstructof mentalretardationthatrelegates
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peoplewithmentalretardationto an inferiorand segregated

statuswas in place in the early1 when the self-advocacy

movementbeganand is stilllargelyin placetoday. To understand

how, in spiteof this socialconstruct,the self-advocacymovement

was born and continuesto flourish,we needto examinebrieflythe

growthof a countervailingset of forcesand ideologiesthat

createda spacefor self-advocacy.

O~eninqa Spacefor Self-Advocacy

In October1961 Presid?ntJ:hnF. y~nnedyappointedthe

Preside~t F’zne?nn ??:t?;““’-”!.,.! :.’;...&._,T..1....-.>

differentiatedthis panelfr~m;,r~,~~au~~f’~orts to recomvi?nd

ins:i~ute broadcl-,a:~ss~c ‘. ::.-f F::’:~1:-c+.?-t<.tic:%“2.s

PresidentKennedy’sown interestin implementingreformsbecause

of his personalconnectiontO the i~su~ througha sisterwith

mentalretardation.Withina yearof the ?ariei’sreport,Congress

passedlegislationthat incorporatedmany of its recommendations,

includingfundsfor maternaland ififantcare,researchcenters,

teachertraining,and demonstrationprojects. A significant‘

aspectof the legislationwas ~.ber~:phasi~on the provisionOf

community-basedservice~(Sch~I?:-c.riberger,1SS7;7Yor & Eel1~

1984).

PresidentKennedy’scommitfi?enthelpedfocusrenewedattention

at the federallevelon policyissues related to mental

retardation, a trendthat continuedintothe 1970s. This

attentionwas encouragedby advocacyo’fanizationand particularly
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by the National Association for RetardedChildren,whichhad been

foundedby parentsin 1950and experiencedrapidgrowththroughout

the 1950s (Tyor& Bell,1984).

The socialmovementsof the 1960s,especiallythe civil

rightsmovement,also had a significantimpacton developmentsin

the MR/DD field. This impacttookvariouspaths,one of whichwas

throughthe courtsystem. The most importantexampleof how civil

rightsdecisionsin the courtsshapeddisabilityissueswas the

1954SupremeCourtdecisionin Brownv. Board of Education. The

principlesenunciatedin Brownwere an importantbasisfor court

decisionsin the early1970sthatestablishedthe rightto free,

appropriatepubliceducationfor childrenwith disabilitiesand

that culminatedin the Congressionalenactmentof the Education

for All HandicappedChildrenAct (P.L. 94-142)in 1975 (Turnbull,

1990).

.A similarimpactwas feltin the legislativearena,where the

key pieceof civilrightslegislationdirectlyaffectingpeople

with disabilities--Section504 of the RehabilitationAct of 1973

(P.L. 9 3 -p aa the CivilRightsAct of 1964

(Scotch,1984).

But perhapsof most importanceto the developmentof self-

advocacywas the impactof the civilrightsmovementon

professionalsand on peoplewith disabilities.As a resultof the

civilrightsmovement,many professionalsbeganto understand

retardationas a socialproblem,one particularlytiedto the
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persistenceof povertyin America(Tyor& Bell, 1984). At the same

time,the civilrightsmovementwas helpingsome people’with

mentalretardationgain a new perspectiveon themselves(Worth,

1989).

Thesedevelopmentsgave impetusto a searchamong

professionalsfor a reconceptualizationof the goalsof their

work, and perhapsno singleconceptin the fieldof mental

retardationhad as much impactas the”conceptof normalization.

Not coincidentally,the conceptof normalizationwas born in

Scandinaviancountriesduringthe periodthat saw the development

of the Swedishsocialclubsnotedabove. It was firstarticulated

in the UnitedStatesat a conferencein 1969by the Directorof

,theDanishServicefor the MentallyRetardedand the Secretary

Generalof the SwedishParentsAssociation(Scheerenberger,1987).

In the U.S. and Canadathe most influentialproponentof

normalizationwas Wolf Wolfensberger,who in an earlydefinition

of the conceptwrote that normalizationwas the “utilizationof

means which are as culturally normative as possible, in orderto

establishand/ormaintainpersonalbehaviorsand characteristics

whichare as culturallynormativeas possible”(1972,p. 28).

Whilethe conceptwas not withoutcontroversy,normalization

seemedto go a longway towardrespondingto the desirefor fresh

ways of thinkingabout issuesrelatedto mentalretardationand

“becamethe professionalideologyof the 70s” (Tyor& Bell,1984,

p. 148). Threerelatedideasthathelpedfill the conceptualvoid
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becamewidelyacceptedby professionalsin

beliefthat peoplewithmentalretardation

and development(thedevelopmentalmodel),

leastrestrictiveenvironment,and (c) the

that period: (a)the

were capableof growth

(b)the legalnotionof

importanceof

integratingchildrenwithdisabilitiesin regularclasses,or

mainstreaming(Sarason& Doris,1979;Scheerenberger,1987;

Turnbull,1990).

Theseconceptsfounda practicalexpressionin the growing

demandamongsome professionalsin the late 1960sand early1970s

for the deinstitutionalizationof peoplewith mentalretardation,

a demandthat was reinforcedby the occasionalmediaexposesof

trulyhorrifyingconditionsin

Rothman,1984;Scheerenberger,

I brieflydescribedabove

some institutions(Rothman&

1987;Tyor & Bell,1984).

a socialconstructof mental

retardation--theretardingenvironment--which,as the resultof

the prevalenceof negativeattitudesand of the natureof the

programsand policiesthat are supposedto servethe needsof

personswith mentalretardation,constantlyreinforcespassivity

and dependence. It is in the fissuresof this constructthatthe

new ideologyof normalization,equality,and integrationbegan

growingin the late 1960sand early 1970s.

This ideologycreatedthe spacethat was neededfor people

with mentalretardationto assertthemselvesas citizens,but the

ideologyhad been articulatedlargelyby personswho were

professionalsand/oradvocates. personswith mental
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retardationwere to actuallybeginrejectingoppressiveattitudes

and institutions,they neededto be supportedin thoseefforts.

Self-advocacygroupsprovidedthat supportby creatingan

environmentwherepeerscouldlearnfromeach otherabouttheir

rightsand responsibilitiesand wherethey couldpracticethe

leadership,problem-solving,and socialskillsthatwere essential

to the exerciseof theirrights.

WashingtonPeopleFirst,one of the earlystatewideself-

advocacyorganizations,explainsself-advocacyin thisway:

Whenwe say that PeopleFirstis a ‘self-advocacy’

organization,we mean thatthe membersare:

‘speakingup and speakingout’ for themselves

solvingtheirown problemsand makingtheirown decisions

knowingand exercisingthe fullrightsand

responsibilitiesof citizenship

contributingto and participatingin the comnunity(1986,/

p. 2)

This succinctexplanationreflectswhat personswith

disabilities w t t a w s m

them:

Speakingup and speakingout is self-advocacy.Makingyour

own decisions,beingmore independent.Standingon your own

two feet and stickingup for our rightsis self-

advocacy.. . .

In self-advocacyyou can learnfrom each other,you can
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teacheachotherso much. In Nebraska,we havea courseto

teachself-advocateshow to t o s eI

focuseson how to vote,civiland legalrights,and what

self-advocacy is. . . . Self-advocacy is important because

it makes peoplefeel independentand as a resultexperience

personal growth. (1985, pp. 8-9)

Self-advocacygroupssupportindividualchangeand

development,but self-advocacyhas in turn been supportedby

sympatheticprofessionalsand advocates. That supportis most

visiblein the roleof the advisoror helper,usuallya person

withouta mentaldisabilitywho assiststhe groupwhilebeingvery

carefulto not take controlof its decisionmakingprocesses.

While it has been arguedthat some self-advocacygroupsmay reach

a pointwherean advisoris not needed,in practicethe roleof

the advisorhas

advocacygroups

additionto the

beenessentialto the maintenanceof many self-

(Browning,et al., 1984;Curtis,1984). In

supportprovidedby individualadvisors,the

institutionalsupportof establishedadvocacyorganizationsand

government a a b i Thus,the State$

thatwitnessedthe fastestgrowthin self-advocacygroups--New

Jerseyand Uashington--havebeen the ones wherefinancialsupport

from otherorganizationswas availablefor a centraloffice,

communications,and technicalassistance.

Self-advocacywill need furthersupportfrom individualsand

institutionsif it is to continuegrowing,and in the next partof
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this paperI explorewhat self-advocatesand theiradvisorsthink

are optimalformsof support.

The Perspectiveof Self-Advocatesand Advisors

The firstsectionbf thispaperhas examinedthe historyof

the developmentof self-advocacyin the UnitedStatesto help

identifythe factorsthat havecontributedto its growth. In this

sectionI want to draw directlyfromthosemost involvedin the

growth of self-advocacy, the veteran leaders and advisors of the

self-advocacy movement.

I conducted phone interviews with six self-advocates and six

advisors in differentpartsof the country. The self-advoc;tes

were all personswith developmentaldisabilitieswho are leaders

in theirlocaland stateorganizationsand are recognizedby other

self-advocatesas spokespersonsfor theirgroups. The advisors

were all personswith long-standinginvolvementin self-advocacy

who had experiencewith localgroupsand with stateor regional

self-advocacyorganizations.The interviewswere taperecorded

and the recordingswere thensummarizedand analyzed. One

recordingwith an advisorwas not audible,thus reducingthe

numberof advisorsused in the subsequentsummaryto five.

Question1: When You reflect on the qrowth of self-advocacv in

your state,what do You thinkhas contributedmost to sumorting

its qrowth?

The role of self-advocates.The most salientpointof

agreementon this questionwas that it was self-advocates

..
67



Supportingthe Growth

themselves--throughfaceto face interactionsand the powerof

theirtestimony--whoweremost responsiblefor the growthof self-

advocacy. Of the 11 personsinterviewed,fiveself-advocatesand

threeadvisorsemphasizedthe essentialroleself-advocatesplay

in promotingthe growthof self-advocacy.

Self-advocatessaidthat it was importantto have persons

with disabilitiesspeakto otherswith disabilitiesaboutself-

advocacyand to sharetheirstoriesand experiences.One self-

advocatespokeaboutthe needto have regularmeetingsand

conferenceswherepeoplecouldlearnfromeachother.

Advisorswere evenmore emphaticaboutthe role self-

advocateshad playedin promotingself-advocacy.One veteran

advisorto a seven-year-oldstatewideproject,whichhas helpeci

get over 50 groupsstarted,saidthat she thoughtthat experienced

self-advocateshad beenessentialto gettingthosegroupsstarted.

She describedthe functionof the projectas thatof going around

the stategivingpermissionand information:“Thisis what people

are doing and you can do this if you want to.’ But she emphasized

t s l p f t

self-advocateswho were givingthe permission.

Anotheradvisoralsonotedthat permissionhad much more

powerand impactwhen it came from self-advocates.H spokeof

how, in his experience,self-advocatesweremore effectivethan

professionalsin helpingchangelow self-expectationsof other

personswith disabilitiesto high self-expectationsand in helping
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them understandthat they are allowedto want thingsfrom life.

Outsidesuo~ort. A secondareaof agreementthatwas

mentionedby three self-advocatesand four advisorswas the

importanceof havingpersonsoutsidethe self-advocacymovement

who understoodand supportedself-advocacy.One advisortalked

abouthow in his statetherehad beena historyof citizen

act

bel

own

vistsand of key peoplein the servicedeliverysystemwho

evedin personswith developmentaldisabilitiesmakingtheir

choicesand who were preparedto make resourcesavailableto

supportself-advocacywhen it beganto develop.

Advisorsalso spokeaboutthe importanceof specifictypesof

outsidesupport: (a)financialsupportfor statewideprojectsfor

staffsalariesand for holdingspecificeventssuchas

conferences,(b) in-kindsupport

officespaceand phones,and (c)

organizationsnewsletter.

Self-advocatesand advisors

for copying,transportation,

a monthlycolumnin a parent

emphasizedthe valueof educating

parentsand professionalsaboutself-advocacyand aboutthe rights

p p w d as a way to increase

supportfor the self-advocacymovement. One selfadvocatesaid

that havinggood advisorswas important.

Question2: If YOU were the directorof a localor stateProclram

workinqwith peoplewith disabilities,how would You use your

organization’sresourcesto sumort the Qrowthof self-advocacy?

Greaterinvolvementin decisionmakinq.Two self-advocates
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and two advisorssaidthat as directorsof an agencytheywould

involvepersonswith disabilitiesin the decisionmakingprocess.

All of them agreedthat personswith disabilitiesshouldbe

representedon the boardsof directorsof agencies,and three

suggestedspecificmeasuresto help assurethat the representation

was more than token.

One advisorsaidthat personswith disabilitiesshouldmake

up half of the boardand that they shouldbe pairedin a buddy

systemwith the nondisabledmemberswho couldhelp them understand

the issuesand providethemwith whateversupportwas neededto

maximizetheirunderstandingand participation.

One self-advocatehad been on a statewideboardand had been

assistedby a translatorwho attendedthe meetings,went over

agendasand minuteswith him, explainedthe issuesthatwere

comingup, and drewpicturesto communicateconceptsthat were

otherwisedifficult. He said that havinga translatorwas very

helpfuland that all boardsshoulddo it. An advisoralso

advocatedusingtranslatorsand furthersuggestedthatmeetings

shouldbe structuredin ways that allowgreaterparticipation.As

an example,he describeda statewideboardwherepeoplewith

developmentaldisabilitiescan cal1 a breakat any time they fee’1

a need to get togetherto figureout what is goingon.

In addition,one advisorsaid thathe wouldencouragepeople

with disabilitiesto becomeinvolvedin decisionsaboutthe

hiring,evaluating,and firingof agencystaff.
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Staffand boardtraining. One self-advocateand three

advisorssaidthat as directorstheywould providetrainingabout

the valueand philosophyof self-advocacyfor their staffand

boardmembers.

The self-advocatesaidthat he wouldtalk to the staffabout

how importantself-advocacywas. One advisorsaid that staffand

boardsneededto understandthat day-to-dayencouragementfor

peoplewithdisabilitiesto do thingsand make decisionsfor

themselveswas the most effectiveway to empowerpeople. Another

advisorsaidthat staffneededto have a firm groundingin

normalization.All threeadvisorsagreedthat personswith

disabilitiesshouldhave a significantrole in the training;one

of them saidshe wouldhavepersonswith disabilitiesrun her

trainingprogram.

Financialsupport. Threeself-advocatesand one advisorsaid

that as directorstheywouldprovidefinancialsupportto self-

advocacygroups.

Two of the self-advocateswere adamantthat the financial

supportshouldonly be partialso that the groupswould alsobe

involvedin other formsof raisingmoney. One of them saidthat

he wouldgive them halfof the money they needed and wouldmonitor

how it was spent. The otherself-advocatesaid that groupsneeded

to raisetheirown money because fundraising should be a joint

responsibility. The concernof the advisorwas that agency’s

financialsupportshouldhaveno stringsattachedto it so that
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decisionsof the groupswould remainfree.

Independentliving. One self-advocateand two advisorssaid

that as directorsthey would use theiragencyresources to help

peoplewith disabilitieslive independentlyin the connnunity.

The self-advocatesaid that he would help peopleget out of

institutionsso they couldlive in the conwnunity.One advisor

saidthat he would providesupportfor peopleto buy theirown

homesand to starttheirown businesses. He also said that it Was

important to pay attention to the social needs of peopleas they

beginlivingin the communityby helpingset up friendshipcircles

or otherformsof support.

Transportation.One self-advocateand two advisorssaid that

as directorsthey would help arrangefor transportationto

meetingsof self-advocacygroups.

Conclusions

In this sectionI want to draw someconclusionsaboutwhat

factorscontributeto the growthof self-advocacy,basedon the

reviewof the historyof the”self-advocacymovementand the

interviewswith self-advocatesand advisors,and suggesthow

agenciesand professionalsprovidingservicesto adultswith

developmentaldisabilitiescoulduse thoseconclusions.

The Powerof Example

One importantconclusionis that the growthof self-advocacy

has beengreatlyassistedby the powerof example.

Thereare two kindsof exemp~aryactiv{:;. - - ‘s w
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groupsdo that inspiresand instructsothers,who then want to

replicatewhat they observed. An importantillustrationof this

in the historyof the self-advocacymovementwas the visitof five

personsfromOregonto a conferencein BritishColumbia,which

gave them a visionof what peoplewith developmentaldisabilities

couldthemselvesdo, who then returnedto Oregonto organizea

statewideconferencethatdrew 560 personsand a secondone the

followingyear that was attendedby 750 persons. Those

conferences, through a film of the secondconferenceand as the

resultof peoplelearningaboutthem and contactingthe Oregon

self-advocates,are oftencreditedwith inspiringthe formationof

groupsacrossthe country.

The secondkind is the powerof exemplaryindividualswho, in

relatingtheir storiesand in speakingaboutwhat self-advocacy

has meantto them, open up new worldsof previouslyunimagined

possibilitiesfor otherpersonswithdisabilities.As notedin

the interviews,thoseleadershelpliberateothers,givingthem

permissionto speak for themselvesand helpingcreatenew

e t t l

Aqenciesand Professionalscould: (a)provideassistancefor

personswith disabilitiesto attendself-advocacyconferencesand

trainingsessions,(b)bringin self-advocacyleadersto speakto

the personsthey serve,(c)hireexperiencedself-advocatesfor

theirstaff.
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Jearninabv Doing

From the beginning,the self-advocacymovementhas emphasized

learningby doing. The members of the Swedish social clubs

learned how to make decisions about their club activities by

receiving training in parliamentaryproceduresand then practicing

what they had beentaughtthroughelectionsand participationin

committees.Thatpracticehas remainedan essentialactivityof

most self-advocacygroups,which have focuseda lot of theirtime

and energyon teachingand practicingdecisionmaking,problem-

solving,and socialskillsas part of theirongoingactivities.A

discussionand voteon how a groupcan raisemoney,for example,

is importantfor the possibleoutcomes,but it is equallyas

importantfor the experiencegainedin how to presentideas,

convinceothers,make decisions,assignresponsibilities,and

carrythem out.

The personsinterviewedwho said that as directorsof

agenciestheywouldinvolvepersonswith disabilitiesin the

decisionmakingprocessesof”theiragenciesand wouldprovide

supportfor livingindependentlywere in effectextendingthe

practiceof learningby doingbeyondthe relativelysafecontext

of the self-advocacygroup. Participationon boardsof directors,

especiallywhenmeasuresare takento ensuremeaningful

participation--suchas creationof a buddysystem;provisionof

translators;involvementin decisionsabouthiring,evaluating,

and firingstaff;or livingindependentlyin the conmmity--are
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practical ways to teach choiceand decisionmakingskills.

Aqenciesand swofessionalscould: (a)have a significant

numberof personswith disabilitieson boardsof directors,

providingthem with the supportneededto ensurethey are not just

tokenparticipants;(b) have personswithdisabilitieson

personnelcommittees;(c) trainstaffon methodsfor encouraging

personswith disabilitiesto make choicesday by day.

The Importanceof the GrOUD

Self-advocacygroupsprovidea supportiveand safe

environmentwhere personswho have beenundervaluedare ableto

gain a new senseof confidenceand possibilities,

Eariierit was notedthat self-advocatessuch as Steveoorsey

~IIdNancyWard have rejectedthe notionthatas pe~.sonswith

developmentaldisabilitiestheycouldbe routinelyignored. That

act of rejectionis oftenextremelydifficult,becauseit is done

in the faceof a pervasivesocialconstructionof disabilitythat

affirmsthe relegationof personswith disabilityto the margins

s For many personswith developmentaldisabilitiesthat

rejectionwould not be possiblewithoutthe supportof theirself-

advocacygroup. That is reflectedin the emphasisself-advocates

give to learningfrom each otherand teachingeach otherwhen they

talk aboutthe meaningof self-advocacy.

Aqenciesand ~rofessionalscould: (a)assistpersonswith

disabilitiesto find and participatein an appropriateself-

advocacygroup;(b) sponsora self-advocacygroupby helpingfind
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an advisorand providingotherformsof support.

~t

Self-advocatesand advisorsinterviewedfor this study

underscoredthe importanceof materialsupportfor self-advocacy

fromgroupsand individualsoutsidethe self-advocacymovement.

The kindsof supportmentionedincludedfinancialsupportand in-

kind supportfor transportation,officespace,phonesand copying.

Aaenciesand rwofessionalscould: make availableresources

such as copying,transportation,and use of phonesto a self-

advocacygroup.

The 1mDortanceof Ideolo~icalSuIIDort

In the historicalreviewwe examinedhow a constellationof

relatedconceptsthat includednormalization,the developmental

model,the leastrestrictiveenvironment,and mainstreamingformed

the core of a new ideologythat emergedin the 1970s. That

ideologywas adoptedby some professionalsand parentsand helped

create space within the retarding environment for the growthof

self-advocacy.That ideologicalsupportremainsimportantfor

severalreasons. First,it helpsensurethe availabilityof

sympatheticpersonswho are willingto be advisorsto self-

advocacygroups. Second,it helpsparentsthinkabouttheir

childrenwith developmentaldisabilitieswith enhanced

expectationsfor independence,thusmakingtheireffortsto speak

for themselveseasier. Third,it increasesthe 1ikelihoodof

materialsupportfromoutsidethe self-advocacymovement.
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Because material and ideological support are so important,

the continued education of staff and parents is likewise

important. The personsinterviewedsuggestedtrainingin

normalization,the valueof self-advocacy,and the importanceof

day-to-dayencouragementof personswith disabilitiesto make

decisions. They alsosuggestedthat self-advocateshavea

significantrolein the training.

Aqenciesandcwofessionalscould: (a)use self-advocatesto

help train

organizing

religious,

SuDr)ortby

staffand boardmembers;(b) assistself-advocatesin

and makingpresentationsto parent,professional,

government,and civicgroupsin the community.

ThoseOutsideSelf-Advocacy

Finally,we shouldask if self-advocacyis importantenough

that it is worthbeingsupportedby personsand institutionsthat

are outsidethe self-advocacymovement. whiletherearemany

possible

lightof

(ADA)of

The

affirmativeanswers,I want to answerthatquestionin

the recentlyenactedAmericanswith DisabilitiesAct

1990 (P.L. 101-336).

ADA adoptsa minoritymodel,statingin its findingsthat

personswithdisabilitiesare a “discreteand insularminority”

who havebeen “relegatedto a positionof political

powerlessness.”The Act goeson to say that

the N a t ip r og or e g ai n d iw

d i s a b i la t a s se q uo o p p of

p a r t i c i pi n d e pl i va e c oself-
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sufficiency.

In orderto fulfillthosegoals the Act extendsc rights

protectionsto personswith disabilities,whichare designedto

guaranteeequalityof opportunityin employment,public

accommodations,transportation,stateand localgovernment

services,and telecommunications.Hhilethe ADA might immensely

broadenopportunities,thoseopportunitiescannotbecomerealities

for personswith disabilitiesunlesstheyare preparedto act on

them,that is, unlessthey can shedpassivityand dependenceand

becomeself-determiningcitizens. The law establishesthe new

horizonof opportunities,but only individualsactingon the basis

of theirown choicesand preferencesare in a positionto make

thoseopportunitiescome true.

Becausethe self-advocacymovementprovidesthe supportive

environmentthatmany personswith mentalretardationneed in

orderto embraceand practiceself-determination,it seems

importantto in turn providethe movementwith the supportit

needsto maximizeits impact:
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A 1
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?
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R
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1 p - p

1 2 :p . m3 :p

3 p 3 p.m.

3:15 p 5 p
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6 p 7 p
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A L

Registration. D

A R

Joan Bergman, Ph.D.,
Sparks Center, University
of Alabama, Birmingham
ItSevere p D
t

B D

J B ( .

Free T B
S
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D G A
C T
People with Disabilities.
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Roundhouse
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B A
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paring to Meet County Offi-
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Break

Fran Smith (cont.)
!Ismall Group Exercises: Pre-
paring to Meet County Offi-
cials.”

Lunch.

llRole play with County Offi-
cials.”

Wrap-Up and Evaluations.

L

B

R

D

R
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Roundhouse
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PARTNERSIN P0LICYHAKIN6

SessionI: History

August 24- 25, 1990

StoufferHotel
9721Arbmtum Blvd.

Austtn,TX

Frfday, Auqust 24, 19W

12:00p.m.- 12:30p.m.

12:30p.m.- 1:00 p.m.

1:00 p.m.- 2:45p.m.

2:45p.m.- 3:00p.m.

3:00p.m.- 4:30p.m.

4:30pal.- 5:30p.m.

5:30p.m.o 7:00p.m.

7:00p.m.- 8:00p.111.

8:00 p.m.- 9:00p.m.

Saturday,Auqust25, 1990

8:30 a.m.- 9:15p.m.

9:15a.m.- “1O:45p.m.

Registration

Welcome& Introductions
RogerUebb,ExecutiveDirector,TexasPlannlng
Councilfor DevelopmentalDisabjl~ties

Historyof Dfsabilitfes
ColleenWeek, Ph.D,ExecutiveDirector,
MinnesotaGovernor’sPlannlngCouncflon
DevelopmentalDfsabllities

Break

Hfstoryof the IndependentLivingHovement
Ed Roberts,Presfdent
UorldInstituteon Dlsabillty

Break/SocialTfme

Dinner

Uhat Is Partnersfn Policymak~ng?
ColleenUieck,Ph.O.

I nD i

Breakfast

Historyof the ParentMovement
HarthaZiegler,ExecutiveDfrectorof Federat~on
for ChlTd& and SpecialNeeds

10:45a.m.- l a B

17



PartnersIn P o l
Agenda

1 1a n - 12:30p.m. Htstorya P ePerspective of PeopleFirst
Moverwnt
Comde Harttnez, CapftolPeopleFfrst
(Calffornta)and Charlene J Facilitator

12:30p.m.- 1:30p.m. Lunch

1 p.m.- 2:30 p.m. Explanationof GroundRulesand Contracts
JopleSaith4 and TerrlKenuorthey,TexasPlanning
Councilfor DevelopmentalDlsabllitfes

2:30 p.m.- 3:00 porn. Urap-Upand Evaluation



PARTNERSIN POLICy~K1ti6

SessionII: E - Integrationand Quality

September21-22,1990

StaufferHotel
9721ArboretumBlvd.

Austin,TX

Friday,Se@mber 21, 1990

12:00p.m.- 12:30p.m. Registration

12:30 p.m.- 2:00 p.m. AchtevingIntegratedEducation- PecosRoom
IanPumpian,Ph.D
San DiegoStateUniversity

2:OOp.m.- 2:15 p.m. Break

2:15p.m.- 3:45 p.m. Pumpfan(cent’d)

3:45p.m.- 4:00 p.m. Break

4:00 p.m.- 5:00p.m. Preparationfor EducationRoundtable- PecosRoom
DavidHancox,Director
Uor?dInstituteon Oisabil Ity- Minnesota

5:OOp - 5:30p.m. Break/SocialTime

5:3o p.m.- 6:45 p.m. Df~ner - San ~rcos ROMI

7:00 p.m.- 9:00 p.m. TexasE A R o- P R

GeneralDirectl!m/6oals- JillGray
EarlyChildhoodEducation- Al Stewart
Secondary/Transltton- 6ene Lenz
Compliance/Monitoring- Shirley Heaver
Q u a l i t yE g g t- Kim~az
Funding-

Saturday,September22, 1990

8:30a.m.- 9:00a.m. Breakfast

9:00a.m.- 10:30a.m. The How-to’sofAdvocacy
In TeamMeetings- PecosRoom
DavidHancox

10:30a.m.- 10:45a B

1 a - 1 p.m. tfancox (Cent’d)

11:45p.m.- 1 p.m. Lunch- SanSabaRoom

1:00p.m.- 2:30p.m. TexasTransitIonTask Force- pecosR
Leigh Leslie and Jeff Tat@

2:30p.m.- 3:00p.m. Wrap-upand Evaluation—-
19



PARTNERSIN POLICYMAKING

Session III: SUPPOrted Lfving,FamilySupportsand SupportedEmployment
,$

October 26-27,1990

Stouffer Hotel
9721 Arboretum Blvd.

Austin, TX

Frfday,October26, 1990

12:00p.m.- 12:30P.m. Registration

12:30p.m.- 5:00p.m. SupportedLiving& PersonalFuturesPlanning-
SablneRoom
Jerry Klracofe,ExecutiveDirector
HumanServfceInstitute

5:OO p.m.- 5:30p.m. Break/SocialTime

5:3o p.m.- 7:00 p.m. Dinner- San AntonioRoom

7:OO p.m.- 9:00 p.m. Kiracofe(Cent’d.) - SabineRoom

Saturday, October27, 1990

8:15 a.m.- 9:00 a.m. Breakfast- SabineROM

9:00 a.m.* 12:00p.m. SupportedEmployment- SabineRoom
ThomasH. Powell, Ed.D., Dean
Collegeof Education
EasternMontanaCollege

12:00p.m.- 1:00 p.m. Lunch- $an AntonioRoom

1:00 p.m.- 2:30p.m. ~mi~y~;;ports - SabineRoom
●

2:30 p.m.- 3:00p.Ul.Nrap-upand Evaluation

20



PARTNERSIN POLICYRAKING

SessionIV: FederalPQlicY&-Legislation

November30 - December1, 1990

StoufferHotel
9721ArboretumBlvd.

Austin,Texas

Friday.November30. 1990

12:00 p.m.- 12:30p.m. Registration

12:30p.m.- 2:00 p.m. The LegislativeProcess- San AntonioRooq
AllanBergman,IJCPA/National

2:oOp.m.- 2:15 p .Break

2:15p.m.- 3:45 P.m. MedicaidReformand other FederalIssues
AllanBergman

3:45p.m. - 4:00 p-m. Break

4:00p.m.- 5:00 p.m. Creatinga Visionfor the Year 2000
AlIanBergman

5:00p.m.- 5:30 p.m. Break

5:30p.m.- 7:00 p.m. Dinner- San !larcosRooq

7:00p.m.- 9:00 p.m. MemoryLaneExercise
FranSmith,UCPA/National

Saturday.Oecember1. 1990

8:15a.m.- 9:00 a.m. Breakfast- San AntoniO Rooq

3:00 a.m. - 11:45a.m. Preparfngto meet Legislators
Fran$dth

11:45a.m.- 1:00 p.m. Lunch- TrattoriaRestaurant

1:00p.m. - 2:30 p.m. SimulatedVisitsand Feedback

2:30p.m.- S p.m. ,Urap-Upand Evaluation

21



PARTNERSIN POLICYIUWING

~esslonV: S L IveProcess

January25-26,1991

HarrlottHotelat the Capitol
701 E. Eleventh Street

Austin,Texas

Friday.JanuarY25. 1991

1 p.m.- 12:30 p.m. Gatherin lobby”of Marriott
Boardbusesto Capitol

12:30p.m.- 3:00p.m. Start tour” from Capitolrotunda(2 groups)
Openingaddressby Governor’soffice

3 p.m.---3:3Qp.m.-..Boabusessto-~~riottott

3:30 p.m.- 4:00p.m.

4:00 p.m.- 5:15p.m.

5:30 p.m. - 7:00p.~o

7:00 p.m.- 9:00p.m.

Saturday.JanuarY26. 1991

8:15 a.m.- 9:00a.m.

9:00 a.m.- 9:30a.m.

9:30 a.m.- 9:45a.m.

9:45 a.m.- 11:30a.m.

11:30a.m.- 12:00p.m.

12:00p.m.- 12:30p.m.

12:30p.m.- 2:00p.m.

2:00 p.m.- 3:00p.m.

Registerand pickup packet

LegislativeProcess- SalonsA.B.Q

Dinner- ~

Preparationfor hearings- SalonsA.8.C

Breakfast- SalonsA.B.Q

Boardbusesto Capitol

Meet in SenateChamber

Hock hearing

Debriefing

Boardbuses

Lunch - SaIons A. B.<

Hrap-upand Evaluation- SalonsF.G.H

2



P A R TI P O L I C

$ e s sV P h y sD f s a b

N o n - A v eB e h aA m m oa T e c

February 22-23, 1991

Stouffer Hotel
9721 Arboretum Blvd.

Austin,Texas

Friday. February 22. 1991

12:00 p.m. - 12:30p.m.

12:30p.m. - 5:00p.m.

5:00p.m. - 5:30p.m.

5:30 pin. - 7:00” p.m.

7:00 p.m.- 9:00p

Registration

Positioningfor Peoplewith
SeverePhysicalDisabilities- SabineRoom
Joan Bergman,Ph.D.
SparksCenter,Universityof Alabama

Break/SocialTime

Dinner - San tlarcosRoom

N o n8 eA p- S Room
WadeHitzin9
Societyfor-CommunitySupport
Columbus,Ohio

Saturday.February23. 1991

8:15 a.m.- 9:00a.m.

9:00 a.m.- 11:45a.m.

11:45a.m.- 1:00p.m.

1:00p.m. - 2:30p.m.

2:30 p.m.- 3:00p.m.

Breakfast

AssessingTechnologyNeedsand
Demonstrationof Devices- SabineRoom
Robert D
Departmentof Mental UnitedCerebralPalsy
Retardationand DD New Jersey
NewJersey

Lunch- san MarcosRoom

Stackt Dodds(Cent’d)- SabineRoom

Wrap-up and Evaluation

23



PARTNERSIN POLICYMAKING

SessionVII: The StateServiceSystem& AdvocacyOrganizations

?!arch22-23,1991

tlarriottHotelat-theCapitol
701 E. EleventhStreet

Austin,Texas

Fridav.March22. 1991- SalonD

12:00 p.m.- 12:30p.m.

12:30p.m.- 4:30 p.m.

4:30 p.m.- 5:00p.m.

5:00p.m.- 5:30p.m.

5:30p.m.- 7:00p.m.

7:00p.m.- 9:00p.m.

Registration

Negotiatingthe BureaucraticMaze
HikeBright- ARC/TX
DaveSloane- Advocacy,Inc.

Protection& AdvocacySystem
DaveSloane- Advocacy,Inc.

Break/SocialTime

Dinner

The 00 Council
RogerWebb,ExecutiveDirector
ThedaHoyt,Chairof Advocacyand
PublicInformationConxnittee

Saturday.March23, 1991- SalonsA,B,C

8:15 a.m.- 9:00a.m.

9:00a.m.- 9:15 a.m.

9:15a.m.- 10:30a.m.

10:30a.m.- 10:45a

10:45a.m.- 11:45a.m.

11:45a.m.- 1:15p.m.

1:15p.m.- 2:30p.m.

Breakfast

The DisabilityPolicyConsortium
RogerWebb

AdvocacyOrganizations:
BobKafka LucyGarretson Kay Lambert
ADAPT ARC/TX SAFE& TASH

Break

Bel~ndaCarlton PattyAnderson ShirleyUzzell
CTO UCP/TX THIA

Lunch

Projects, Hrap-Up and Evaluation

24



PARTNERSIWPOLICYMKIffi

sessionVIII: ParliamentaryProcedure & 6ra duatio~

April 19-20, 1991

Harrlott Hotel at the Capitol
701 E. Eleventh Street

Austin, Texas

Frld Y. AD 111a r 9. 1991

12:00p.m.- 12:30p.m.

12:30p.m.- 4:30p.tII.

4:30 p.m.- 5:00p

5:00 p.m.- 5:30p.m.

5:30 p.m.- 7:00p.m.

7:00 p.m. - 9:00p.m.

$atur day. Aor11 20. 1991

8:15 a.m.- 9:00 a

9:00 a.m.- 10:00a.m.

10:00a.m.- 10:15a.m.

10:15a.m.- 12:00p.m.

12:00p.m.- 12:30p.m.

12:30p.m.- 2:30 p.m.

2:30 p.m.- 3:00 p.m.

Registration

UnderstandingParliamentaryProcedure- Salons F.G.~
DonaldSikkink,Ph. O.

O a E

Break

Dinner- W

CriticalI for the 90’s- SalonsF.G.~
DavidIiancox

Breakfast- _

EverythingYou EverUantedto Ask
llavidHancox

Break

UhereDo We Go FromHere?
Ed Roberts

Evaluation

Reception/Graduation- ~allroomTerrace

Mrap-Up

25



A P M I L

C v ( o

- I L C

- a P I C

- A C

W a b s y v w a
f

1. W m u c i c
t y

W m u a t i

W d c v m a

W s c

W w

I W a p a i i

*****************************************
* *
i C H *
$ N - R p A ~
* * *

26
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2 ILLINOISPIP READING~MATERIALS *
$ N - R p A ~
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P P - I 1
R & M L

S

B ( I C S S
T A B P C U I
C

M G P C D
D i( . A T M S
P A

M G P C D
D i( . Y T P O -
S 1 M i

M & Z ( I N E
N L A B A P F P
P M P C D D

p A C E R ( @
I w R M A

P A C E R T
T H P B E A t
C w H M A

W I D ( W I
D S Y R O A

zirpoli, T., HancoX, D., Wieck, C. & Sk=nulis, E. (1989).
Partners in Policvm akinq: Embowering Peo~le. St. Paul, MN: The
Association for Persons with Severe Handicaps.

S

D & D u n sC ( 1 9N e e dF a m i
I n t e r v e nP r a c t iM o r g aN oC a rF aI
a nP r e s c hP r o g rW e sC a rC e

D ( F S P C
P B P M N C
F I P P W C C

D & D ( I F S
P M M S M N c
F I P P W C C

I P C D D
( F p A T C A
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L A P w D D
Towardan ImnrovedOualitv Of L O cmi u A
D m DD AGuide for Parents. FamilvM e
A P I & M A

R O S T & W
( M . H S S S P
S S C H P S
U T f T N

S & Racino, J. ( J P
~ S C H P S
U T f T N

V G A G
C A

V G C I C
A

S

F G L ( W E B
M A P S T E C

F ( W . F I P
M I

H M ( S R
1 C A

I D M H D
D iD P S A R
R A A

I E C I C (
J E v I S A

I E C I C (
S E I S A

I E C I C
I S F C w S N
S pA

L A P w D D
A~v
Members and Advocates. Section VII. Minneapolis, MN: Author.

M G P C D
D i( J G C I P

P A
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M G P C D
D iT y I O P
A

M G P C D
D iT Y S I O
P A

M I E T A P
I S C S w D
D iM A

P A C E R I
A A

P A C E R I
H P rI F P M
D S o E v M A

P A C E R O
K M A

P ( J . E P HOW
P D A

pacesetter. (1991 January) . Ti~s on Gettinu Extended School
Year Service. Author.

V F F P C A

V J U E C A

V D B S 504 of
R eE H
C : A

W ( M . P A E
I nS a F A S I
E C I C T f E
I n

S

A & K ( S - B
C U U I C

A ( A P A P S
D eD P A

Bergman, J. & Bramlett, C. (1986). Basic Principles of Seatinq
Achieved Throuffh the Use of Ternporarv Makeshift Euui.~ment. Author.
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C ( M . C C C
S o R R M R T
f H C P

C eve o “~ e With a
H B C S T f C
C oS P w M H

C ( . E P S M
M uA C N E S S

C C & A T f R
L

D M M & F
( . A C F A B
A P w S H

G ( J . E B
s I I P C
N E S S C C A
T f R eL

M ( N . S P
M R Y I E
C U T f S B

M ( D . P P G S
E P w D D
I D M H D
D i

N ( N o. S O
P R S R A q
D A C N E S S
C C A T f R
L

S ( . G F C
E o C T A E P I

Schiller, B. (1992 January) . Multi Element Treatment Amxoach
Behavioral Proarammina. Chicago, IL: UAP/DD, University of Illinois
at Chicago.

U A P A T U
C Information & Services. Chicago,
at Chicago.

SESSION #5:

Advocates United. (1992 February).
IL: Author.
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C E A D I
B C J S N Y H N B

C S S

L W & C A N
C S J A A A
N C

M S A L D
B A

State of Illinois. (1991) . Handbook of Illinois Government.
Springfield, IL: Author.

V Y F ( M
A P S ( : A S B V
M iA P w S H
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I

PURPOSE OF HOMEWORK

.~o make partners a

PARTNERS IN POLICYMAKING 1991-1992

ACTIVITIES

full experience

-To give you opportunities to put y l w

s b P c

w e e w d i b
s P S a w t
e S w b y i

a n s S w you to

develop an individual plan of action to work on a disability
issue that is important to you.

******

HO!lEWORXASSIGNMENT #l
please complete before session

1. B p y y f i p
y l n s

Write a d y ( y c
a . s i y s your
incerestst and your abilities. (This can be written in your
journal.)

3. Describe one change you want to make in your life.
can be written in your journal.)

4. a w y j l o a

(This

week.
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Collect and re~:ie-xF.on.eworkassignmentswith parcicipsacs.-.

CG::T5::TOFY?-iI>iIXGSZSSICXS. A S.am.pleschedule for a training
session i> i~.cluaedin .~.~?sndix3. The proposed topics for the
confsrsnceszre:

7.. l-!:SCOr-JZI?CIchtloso~hvof the parent movement and tb.e——
<~.denendentli-:ine~.ovement.This session will start with an
Ol,en.iewof the parer.ersin polic~aking model, its goals and
o.ojectives.Dr. Colleen Wieck, David Braddock (UAP/UIC),
and Project Staff xill be responsiblefor this session.
:hen. participantswill hear a review the basic philosophical
?~inci?~esand the ~:aiuesOf t~,eparent and IL movements, as
::ellas an ove~iax of the historic developmentof these
z.ovszencs.Potential speakers for this conference include Ed
?.o”oercs(L:orldInscit.&ceon Disabilities,Elizabeth ~og~s,
+.D. (S-RG-US),and Or. Garshon Berkson (UIC).

p~r~ici?an~s,~illal.sobe asked to prepare a list Oi any SOrC
of personal goals or goais relzted to developmental
tiisabilitypolicy znc advocacy. These are goals tha~ they
would li’keto acco~piis.hcuring their year in the partners
project. They will receive a copy of a trzining manual
developed to assist persons with disabilities in setting
personal goals (Balcazar& Fawcett, 1989a).

E p ~ e T s w i
p a b c p
e m h p w
d d P s t
s i A R P (
I U r, S Freagon, Ph.D.
(NorthernIllinoisUni=rsity) Ian Pumpian,Ph.D. (University
of Wisconsin),and Lou Brown, ph.D. (Universityof
IJisconsin).
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Fyc-,ework: .l)Xeview and sharingof iniormticn gacher~d
;Loutlocalsettings. B) If partic~pzncshsve ar.;~sck.oolass
c?,i.ldren,cheywillbeaske~ to preparea rs?orcZ50UC:>.s
~;.zzgrzcianpoliciesand practicesin chairloc5isck,ool
ei.szric:s. If participantsare adultsor hax”zatiulcchiltirsn-
--:-hdisz.~ilicies,....L.* c>.eywill be askedto ic!snci:-<~dg~c~~ior.~-i
cp~orcmitiesand programsfor zc!ults-.~ichdex’el~~nencal
c:szbil:ti.as~vaila’bleat localcolleges. ?artici?antswill
.SZzsked co re?ort positive and negative aspects of c>.e
educationalservices and opportunitiesavailable co tb.emor
zk.sirchildren. They will be asked to present zheir fincir.~s
ac the r.exttraining session.

p Q e ~ l T s
- e p s m e
i a e i l

? w d d P
s i P B P ( I
U D B ( D S It?c.)
and Hark Bersani, Ph.D. (Universityof Syracuse). !{ealso
::ouicilike to schedule a presentationby P.uddTl~rnbuil,?h.D.
(L’niversicyof Kansas) and/or Theresa Varnec. :1S;;,J.D.
(Spain,s~ain, & Varnet) about issues Of guarciaiishipfor
~zrsons -&o are sevzrely disabled.

:me’~or!<: A) Present informationconcerning ed’~cacional
~ro~rans ar.dexperience;B) Participants‘Jillbe as~~e~CO
:is~ci:;’senices znd opportunitiesregarding zr.pie>.rencar.a
~asidentialarr=nger.entsin their o!rncommunities. 1f aa>~
-.:z$zin~iist for services exist, they should s?zclf;f ~~~ L:-?z
of s.e?7JLce, the number of people on the waiting list (if
a:~aila’ole), and the zverage waiting period foz ~sopis on zk~
list. Participantswill be asked to intertiewa person with
a disabilityregardinghis/_heremployment experience. T’ni.s
.fiig’htinclude a discussion of topics like satisfactionwith
their work, salzry level, co-workers,supemisors, a~’ailzbls
sup?ort, a~.dneeds. They will be asked ZO present chis
informationat the beginning of the next trainir.~session.

C) Participantswill be asked t-or.evie,~their oan list of
personal goals by the next session in light of the
in~ormationthat has been presented to them th’ds~ar. Sczff
nem!berswill meet individuallywith participants to discuss
their personal goals.

4. Non-aversivean~roaches to severe behav%or nroblens,.—
assistive technolozvdevelo~mentsu—and treatnentof
individualswith severe disabilities. This sessi= will
provide an ovemiew of some of the most recent technological
advances and practices in the areas of non-aversive
approaches to severe behavior problems, assistive technology
developments,and treatmentof individualswith severe



6.5s 2“Di1iti2S. Potencial s p ef t s ei n
.?oan3erSman, Ph.D. (universityof Alabama),ClennEeanan.
?h.D. (UAPIWIC), Beth ~!oun~; Ph.D. (COnSUl~ant~. =nd ~il~i~~
schille~, ?’n.D. (lMP/fiJIC).

~ P w share their homework
~ssi3r=,ents:B) participants\tillbe asked to arrartse
~ w m l p o d
of a s.enice proviciin.g a~ency, or leaders a
o rwith the purpose of recruiting that person as a
.nsncor. participantswill receive copies of a t=aining
nznual developed to teach people with disabilitieshow co
recruit helpers and mentors to attain personal goals
(Balcazar& Fawcett, 1989b). Participantswill be asked to
share their personal goals with their mentors and request
:heir assistance in developingan action plan for attaining
chose goals. Participantswill reporc the outcome of their
r.eetingat the next session.

5. ‘Effec~iveconsumer involvement a o—
s agendas for ooli.cq*=.a”King.This session will address
severai areas of community organizing and advocacy in the
area of developmentaldisa”~ilities.Participantswill review
instructionalmaterials developed to teach people with
disabilitieshow to identify and report issues (Seekins,
3aiczzar, & Fzwcetc, 1986a), how to develop a plan for
advocacy actions (Seekins,Balcazar, & Fawcett,,19S6b), and
ho’~to chair action-orientedmeetings (Seekins,Salcazar, &
Fawcett, 19S6C). One session will provide an ovenriew oi the

,Yancy~~ard(p20plz First ‘fpeople Fizst ?Iov2ment.:.:rs. ~,
Yebraslka)and Bonnie Schoultz, Ph.D. (RTC on Cormunity
Integration,SyracuseUnit~ersity)will be invited for :his -
presentation. Another session will address national advocacy
organizationsfor parents and people with developmental
disabilities. Allan Berg.man(UCP-US).Diane Crutcher (DO~m
S~drome Congress), Sheila Hebein (NationalAssociationof
Down Syndrome)will be invited for this presentation.

H A) Participantswill share their homework
assignments;B) Participantswill be asked to identify a
consumer advocacy organizationin their city and joint it.
In those places ~’hereno consumer advocacy organization
exist, participantswill be asked to organize a focus group
discussionthat might serve as a starting point for the
creation of a consumer advocacy organization. Participants
will be asked to share their experiencesat the beginning of
the next training session.

P
i participants
state, Topics include
the role of advocates..

local level This session will— —.
to the service delivery system in the
access to senices, coordination,and
We will invite directors of State
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.:.Ser.ciesli’keP~lHDD,DORS. Chs Specizl EL.uczc50ncspart=.ent
of c?.e Illi~ois Dz?srcr.entof Educacion,and Illi~.ois
2Wote~:ion ~K?a.-.U*.- ‘“ -Oc3C>’. Participantswill also ti.ear
~z?sencacions :ron st ral dirsccors of ~.on-ior-?rofiE
s2r,’ics ag?r.ciss, suc’nas Elizabet’nLacey (Communic:,rSupporc
52nices , Inc.), T.--nO’Shea (Seguin Services, inc.), .~-rc--,...
Z-.-kscra,Trii?ic::Ssr:ices Inc., znti.lorJoanell Voi~c
(CommunityAlternacil-esUnlir2ited), zs WZ1l as presencacions
.s:..Iszaersof ztix-ocacyorganizatio~.s in Illixois scc.nas Tsa
ITeiis,Presidentof People First of h’apemille. ?artici?ants
‘.:iilrzceive instructional~aterials and ‘Jillprsc~ice
-.:ricingletters co pu’olicofficials (See’kins& Fa:{cetc,
~9gZa),writing letters to editors of newspapers (See’kinsi~
~avcett, 1982 b), and providing public testimony (Seeicinsh.
Fawcett, 1982c).

:SoTTewor A) ?arcicipantswill share their home’+-ork
assigiments; B) Participantswill receive a list of curren~
~szislarix.eissu~s at the scars level znd will ‘GZa
-.;ricea letter co the editor of a local new.spapsrznd to An
~~ec~ed Dublic off<c~~l regardingz I ~ of
co~,cern.Thoss participantsthat c“nooseto provLcz personal
zssc%nonyac a public hearing will be asked to prs?zzz ic.

l-?ozework:A) Participantswill share their hor.ework
assignments; B) Participantswill he asked to concir.ue
recordingtheir advocacv activitiesfor chrze r.onchsafrzr.
che last traini~g session. They will be contzczec nonchl:iby
project staff to collect data.

Stsrcinq~: 4th month.
Co-sletionh: IOthmonth.

He2scres: We will submit co the Council a c l the
presentations,presenters,attendants,conference objectives,iind
topics covered durin~ the presentations. A list of the materizls
used and copies of participants’homework assignmentswill also be
included.

Potentialbarriers and contin~encvpl~~s: We will schedule
speakers with ample time in advance and will ask for advance
czn.collationswheneverpossible. If a cancellationoccurs
wirhinone or w prior to the scheduled session,we might
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~ . - i to concact local constme r =avocacv
o~~ani.z at~ons zo become fami1iar with tb.e issues and th,e
tacEics oS consumer involvement.

? : r of a~enc:.dirzctors attending sessions, 1ist of
advocacy leaders, summary of informal sumeys of s.sr*.’ices
conduczed by ?articipants, znd list of advocacy organizations
contacted by ?srticipantsand issues identified.

Potential barriers an,dconti~zencv plans: We will notify agency
direccors in acivancein orcer to increase the chances they might
be able to atcznd the training conference. We will also contact
advocacy leztiersin the state with sufficient time and will offer
to compensate for their travel.expenses to make a presentationat
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d. AssisC participantsin che process of orgznizLzg 2 EOC2S
group discussionof SOCE relevant issue Chsc zffscEs ZF.c.mzz
che personai level. This is a meeting ?zrcic<~znts czn
organizewith otherpeopleexperiencinga sinil~rsizuzCi~?,.
Durin3Ekemeeting,attendantsd e d S
p hov are Chev affected by the S<PIIXV;n~ q~A ..-n~~ ----------.., .-..- “...G GG.,
they do to address ik. This could lszd tD t“nestzrtixg of zn
advocac;:organizationin some cases. Traini~g macerials
designed to instructconsumershow to conduce a fOCUS ~rou3
discussion (Fawcett,Suarez, Johnson, ~,~ang-~anos,see~ins; ~
Bradford, 1982) will be distributed to parcicipancs.

Starting date. Lth monch.
Cornuletio~&: 12th month.

Measures: List p m l of advocacy
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Yeasures: List of presenters and copies of ~arcici?c:.cs
el”aluation of their o%m services.

Potentiz1 barriers @ cc~t%~zezcv plans: ZZfcrts ‘”<;: 5s Tsce co..---
recruic top national Ieaaars in the various CC?i.cs ..<.slhs:-s
selected for presentations. For each sessicn COT.Ce~~T~~ 7.=Cional-,.-..=
issues we wi11 try to sciheciulsaC least :-.-Onacionai leGiars as
presenters. They will be available for interactionzich
parcicipants during the training session. :~ewil1 provids
participantsdirect guidance and instructionsabouc ho”.Jto conducc
the evaluationof the services available in cb.eir o“..,ncicies.

OBJECTIVE 6. Evaluate carticinants’skills and their satisS2ction wiE!l
traininc materials and ~rocecures. Specific casks:

a. Prepareevaluationforms.

b. Distributeand tabulate trainees’ satisfactionevaluation
forms after each training session.
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Ak****k********k************************* ‘

h o m eA s
$* LOUISIANAHOMEWORK/READING ;
~ N.D. - Received prior to 1992 Academy ~
*****************************************

January: lleaciLouisiana’sCommunit:-and F S S P

February: Find out. who }-our state Legislators are

M al c o y l r s
~ JTOU Or:-Our family r

J u[ ~[ t ] m eprepared to tell 11S~’h~t }’ollare

going to f’ocl;so’naccomplishing N.hen }70Ugraduate from
Part ners
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H P P P

~1.]r f n t s w e f i p
c a e

P a f q p t s

L y c

W e s d y c r

Y H
R p 1 A

y h I ( E p — —YES No

Y w y o a q a

W y g c a c e s

W m p y e w e
s
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********************k*********k**********
2* NEW YORK PIP HOMEWORK *

*
~ N.D. - Received prior to 1992 Academy $
*****************************************

P P M T P

H A

1 A

M w a l p a g s
i h g t t s

e t b i m e
l r p m p

w l , to your Senator and one to your

A A i y
y s and concerns, and to ask for their support.

Discuss what you have learned at this training session
with three other parents or self advocates.
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yt*********************ik*Yc*************

: T H *

~ N - R p A ~
* * *

PARTNERSIN POLICYMAKING
READING/HOMEWORKASSIGNMENTS

SEPTEMBER1

A T MinnesotaDD Council.
Circlesof Friends,Perske.

$ “People’sVoice”(SpeakingFor Ourselvesof Colorado).
4. “GettingOn Board”(Speakingfor Ourselvesof ColoradoNewsletter).
5. New VisionMagazine.
6. “Directions,”June,91.
7. “BestPracticeGuidelinesfor Meetingthe Needsof All Studentsin Local

Schools“ (Vermont).
8. “Caughtin the Continuum:A CriticalAnalysisof the Principleof

the LeastRestrictiveEnvironment,”SyracuseUniversity.
9. How To Get Servicesbv BeinqAssertive,CoordinatingCouncilfor Handicapped

Children.
10. NationalParentNetworkon Disabilities(Brochure).

OCTOBER1991

1. Test Your School IQ IntegrationQuotient(ARC).
ParentalCheckListfor QualityEducation(RhodeIslandDD Council).

:: Actionfor Inclusion,O’Brien& Forrest.
4. “AfterYourGraduate,What Will You Do?” (TTTF).
5. TexasTransitionTask ForceNewsletter.
6. “SupportedEmployment,”Articleby Tom Powell.
7. American2000 EducationReform.
8. “SpecialEdition,”QuarterlyNewsletterof Advocacy,Inc.

SpecialEducationStaff.
9. “Dreaming,Speakingand CreatingWhat I KnowAboutCommunity,m

JudithA. Snow.
10. “TowardEconomicSelf-Sufficiency& PersonalIndependenceFor

Studentswith Disabilities,”TexasEducationCode.
“A Planfor Reorganizationof the TexasEducationAgency.U
Individualswith DisabilitiesEducationAct, Pub. Law 101-476.
StateBoardof Education,SubchapterG-SpecialEducation.
Clarificationof GraduationRule,TEA.
Memo of Understandingon TransitionPlanningfor StudentsEnrolled
in SpecialEducation,TEA.

DisabilityPolicyConsortiumletteron fundingweightsin special
education.

11. “FuturesPlanning-SupportingA New Vision.”
12. SchoolsAre For Everyone(Brochure).
13. ARC\GuidelinesFor QualityIndividualPlans(Brochure).

It’sNeverToo Earlv:It’sNeverToo Late,MinnesotaDD Council.
;% IGNMENTS: ■VisitA StateSchool,nursinghome and/orshelteredworkshop

priorto next session.
■CallAmerica2000hotline& voiceyour concernson education
reform.
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NOVEMBER1991

Texas InteragencyCouncilon EarlyChildhoodInterventionBoardNominations.
;: Texas PlanningCouncilfor DD PositionStatements.
3. “Issuesin the Closureof StateSchoolsin Texas: A BriefingPaper,”

DavidBraddock,Ph.D.
“TexasDe~artmentof HumanServicesIn-Home& FamilySupport
Program.””

5. ReadMY Lips.It’sMY Choice,MinnesotaDD Council.
6. “ChangingParadigms,”Jerry Kiracofe.
7. “RegeneratingCommunity,”John L. McKnight.
8. “DiscoveringCommunity,”John O’Br?en.
9. “FamiliesMeetingChallengePromotingChange,”OregonDD Council.

FamilySupportBulletin,UnitedCerebralPalsyAssociation.
11. StayingAt Home (FamilySupportProgramthroughTDHS Brochure).
12. “In-Home& FamilySupportfor Personswith Mental

Disabilities”,TX MHMR.
13. CommunityLivingAssistance& SupportServices(Brochure).
14. Listof CLASSProviders.
15. “Home& CommunityBasedServicesProgramOverview,”TX MHMR.
16. CTAT FieldReportSummer1990.
17. “UnderstandingSS1 Work IncentivesFor Peoplewith

Disabilities,”PattiRoth.
18. “Impairment-RelatedWork Expenses.”
19. “Plansfor AchievingSelf-Support.”
20. “WorkExpensesof The Blind.”
ASSIGNMENTS:WriteGovernorRichardsand FacilityReviewTask Forceto

expresssupportof stateschoolclosure.

JANUARY1992

;:
3.

4.
5.
6.
7.
8.
9.

10.
11.
12.
13.

14.
15.
16.
17.
18.
19.

20.

21.

“Americanswith DisabilitiesAgendaFor Change,”(TASHBrochure).
“TheAmericanswith DisabilitiesAct,”US Deptof Justice.
Word FromWashington,“HCFAAwardsCSLAto 8 States,”and “Part
H ReauthorizationSignedIntoLaw.”
FamilySupportBulletin,“FastFactson IEPs,nand “Myths& Realities.”
Americanswith DisabilitiesAct StatutoryDeadlines.
“LobbyingBy Letter.”
“QualityAssurance: BeyondMinimalCompliance,”Hank Bersani.
ARC Facts: C i t iM o n i t o
“ L o b b y iB P e r sV i sn
“TenCommandmentsof Lobbying.”
“PoliticalPower,”Hank Bersani,Jr.
ActionAlert: Town meetingson HealthInsuranceCrisis.
Alert fromTexasPlanningCouncilfor DD on FacilityReviewTask
Forcehearings.
“Howa Bill Becomesa Law.”
“LegislativeAdvocacy,”FranSmith.
Rosterof TexasCongressionaldelegation.
“CommunitySupportedLivingArrangements(Medicaid/TitleXIX),” TPCDD.
“AssertivenessIs...”
The Americanswith DisabilitiesAct CommunicationAccommodationsProject,
Resourcefor VoluntaryCompliance.
All Kids Can Learn: Strategiesfor IntegratedEducation,Conference
Announcement,PEAK.
MakinqA Difference:ActiveParticipationIn The TexasLegislativeProcess,
BettyButton& AllenDietz.
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ASSIGNMENTS:■AttendTown Meetingson HealthInsuranceCrisis.
■Attend/Testifyat FacilityReviewHearings.
■VisitCongresspersonor staffand send us a copy of thankyou
letter.

FEBRUARY1992

AccessibilityGuideto the TexasStateCapitol,TPCDD.
;: Rosterof the Seventy-SecondLegislatureof Stateof Texas.
3. 1992TexasPrimaryBooklet.
4. Orderformfor The U.S.CongressHandbookfor 1992.
5. Alerton FacilityReviewTask ForceNearsDecisionon

Closure/Consolidationof TexasStateSchools,TPCDD.
6. “BriefingDocumenton AppropriationsIssues,”TPCDD.
7. Healthand HumanServicesLegislativeAppropriations.
8. Testimonyto the JointCommitteeon Appropriations,TPCDD.
9. “TechnologicalAdaptationsto IncreaseIndependence,”RobertStack.
10. FamilySupportBulletin,“My Dream IEPMeeting.”
11. FY 1991 - HCS ProgramProviders,TX MHMR.
12. “Officeof SpecialEducationProgramsClarifiesRightto Assistive

Technology,”UCPA.
13. LetterfromUnitedStatesDepartmentof Educationon PublicMeetings/OSEP

Review.
14. Work Site Scenario,RichardDodds.
ASSIGNMENTS: Writeto Mock Hearingparticipants.

Attend/testifyat OSEP ReviewMeetings.

MARCH1992

1. SummerInstitutein IntegratedEducation& Community,
McGillUniversityAnnouncement.
Herb Lovett’sRelevantResourceList.

:: “WhyDo We BotherWith PositioningAnyway?,”Joan Bergman,Ph.D.
4. Universityof AlabamaSparksCenterResources.
5. TherapeuticPositioning& MobilitySelectedBibliography,Universityof

AlabamaSparksCenter.
6. Seatingand Positioning- A Two PartSeries,UCP.
7. “FacilitatedCommunication,”RosemaryCrossley.
8. DisabilityPolicyConsortiumRecommendationsto FacilityReviewTask

Force.
9. Impact,FeatureIssueon InclusiveEducationFall 1991,Instituteon

CommunityIntegration.
10. ResourceDirectory,HeathResourceCenter.
11. ADA - Your ResDonsibility as an EmDlover,EEOC.

- Your Emt)loymentRiqhtsas an Individualwith a Disability, EEOC.
i;: i;; - 0uestionsand Answers,EEOC.
ASSIGNMENTS:Call Governor’sHotlineand voicesupportfor FacilityReview

Task ForceRecommendationsand get 5 othersto do the same.

ADril 1992

GuidingPrinciplesof the DisabilityPolicy Consortium(DPC).
2. DPC AdvocacyPlatform.
3. Rosterof DPC.
4. “TheCivic Index,A New Approachfor ImprovingCommunityLife,”NationalCivic

League.
5. “TheArt of CoalitionBuilding,”CherieR. Brown.
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6. Overviewof the TexasDD Council.
7. DD GrantProjectsList.
8. TexasHealth& HumanServicesBriefingDocument.
9. TexasRestructuringHealth& HumanServicesPrograms.
10. LegislativeBulletin,72ndSession.
11. ‘Self-Advocacy: The Strugglefor Equality& Acceptance,”B. Carabelloet.al.

S of Governor Ann Richards, 3/26/92.

ASSIGNMENTS:

■ V i sl e g i s l aa b ob u dc r ia d i si m po f uc o
s u p p oa ns e r v ia nyour viewson stateschoolclosure.

m Send us a copyof your thankyou notes/lettersto legislators.
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P P A
T R

p t f c i a a
t t s w P P

A T i w e A G
P C D D t t
h d t p m f g t
b u s t p P e t

b y a s t f p p
T y

N

D

e p i y h r
$ o n p t i o )

SIGNATURE

*k**************************************** *
: ALABAMA PIP TIME/MATCHRECORD *

j N.D. - Received prior to 1992 Academy ~
*****************************************
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PARTNERS Ill POLIc~ liG OF FLIAEikMA

U : R M
r
DATE T1124EON TYF~ OF ACT~lTY TOOL FOR ACTIVITIES

(i. e. PHONE, L

t
i

I
I

BR~~~ S M A R ‘ P



:**k*************************************
*

*
* T T R ~
~ N - R p 1 A ~
* * *

PARTNERS IN POLICYMAKING

TIf4E/fJIATCH RECORD

The purposeof this form is to collectinformationaboutthe amountof time
thatyou spendworkingon Partnersin Policymakingoutsideof the regularly
scheduledsessions. This informationwill enablethe TexasPlanningCouncil
for DevelopmentalDisabilitiesto use time thatyou havedevotedto this
projectas matchfor the federalgrantthat is beingused to supportthis
project. Pleaseestimatethe timeto the bestof your abilityand signthis
form in the placeprovided. Thankyou.

Name:(PleasePrint)

Date:

I have spentapproximately hourson homework
phonecalls,personalcontacts,or other ““ “

assignments,reading,.. - .,
mattersin preparationtor this

session.

Signature

Pleasegive a briefsummaryof any advocacyactivitiessincelast session.
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P P ATABAMAB

Exhibit I (Cent)

Project
B

W c ( T
B

P A d
B

P D @
B

S S
B

1990-91 *******************************************
* A B *
*
~ N - R p A ~
* *

2
6

6 *
1 *

5
1,330

P P p
T c oof p

T M

S T

V T

. C oS

4,149
1,194

2 *

3,500

46,900

1

D. M S

P C

O S

P M

T

R ‘ U

E L

R S

c. Utilities

Total-All Expenses

Federal F

M F
I M
C M

* I t e

1
6

3

2

2

2 *

1 *

1

1

4
3
5

u m p

1



. 1 I

PAJtT1’4i3RSIN POLICYMAKING
PIZEil.lMINARy COS”I’ PI?OJECTIONS

P a( f a
***** ************************ *****k%***k*

A r eB o aIV 19 ; CALIFORNIAPIP BUDGET $

wea BoardV 19 ~ N.D. - Received prior to 1992 Academy ~

Area BoardX111 Q *****************************************

Total 55

Trave!

Jvfeals 356/person/55people/5 sessions= $15,400
SIO@rson/17pe0p1e/l session= .-

Total $15,570

Rooms $66hom140r00msi4 sessions= $10,560
$66hoom142r00msil session= 2.772

Total $13,332

$64itlighti17people/5 sessions= $ 5,4-40

JlelatedTravelExoenses
Area Board IV:
120 milesi$.24/mi.leill people/4 sessions= $ 1,267
150 milesi$.24hnilelll people/1 session= 3%
$ltoll/ll people/4 sessions=

Total $ 1,7:7

AreaBoardV:
707 miles/$.24/mile/4 sessions= $ 679
2 z n i lp es e5
T r$ 4 6s eJ

T $ 1

A BoardXIII
3 m i l es eS 396
T r$ s e1,050
Parking=$94/5sessions= 3

Total $1,916

GRAND TOTAL TIU4VEL $39,382

2



f{, ’~j’l (‘hiid ( ‘ti~~’. . .. .—-.

$ 1() rcquW\/~ w =
$ ~r s
S1j;scssi(mll r s
$51i r s
$ 5r s

GRAND TOTAL RESPITE/CHILD CARE

Facilitator/AttendantFees

A B
2f a1 s
]f as

T

Area BoardV
1 facilitator/$150/session/5sessions=
1 facilitator/$200/session/5sessions=
2 attendants/$150/session/5sessions=

Total

Area BoardXIII
2 attendants/$150/session/5sessions=

GIUND TOTAL ”FACILITATOIUATTENDANT

GIUND TOTAL PARTICIPANTS’ COSTS

$ 4,485

$ 750
1,000
1.500

$ 3,250

$ 1

$ 7

$

F E $ 9

~ c
P $ 5
o 2
O m

GIUiND TOTAL SUPPORT COSTS $13,020

GRAND TOTAL PRELIMINARY COST PROJECTION $73,617

3



ESTIMATED BUDG~

1991-92 I LP AP

Publicityand Recruitment

StaffSalariesand Fringes

S pcomputers,telephones
postage,miscellaneous
equipmentand supplies

31 PARTNERS
7 S E~ * * * **

ILLINOISPIP BUDGET
~ N.D. - Received prior to 1992 Academy ~
*****************************************

$

$53,500

$

StaffTravelExpenses $4,000

Partner’sRespite,Traveland Support $12,000

Partner’sMeals,Lodging,Equipment $20,000
Rental

Partner’sMaterials $6,300

S ( T S $

UniversityofIllinois $6,800

T $

T a cg a mw $ 7T r ef w p i k
d o nf t U a w a t I lP C o D
D i s aM iG oP lC o D eD I
C ho A A o I ia t C oC f H
C h i

4



Personnel

Project Coordinator
Project Advisor
Project Support
Secretary

Fringe

S u b t o

ATTACHMENTTMO A ONE

IOWAPROTECTIONANDADVOCACYSERVICES,INC.
C # 9

P P

Travel

Staff
Steering Committee
Planning Committee
’90 Graduates

S u b t o

S e s s iExpenses
A. Participant Attendance
B. Participant Materials
C. Facility Expenses
0. Speaker E
E. Local Presenters
F. Participant Accounts
G. Faculty

Office Supplies
Rent
Postage
Phone
Audit

S

PLANNINGAGENCY

$21,399.00
$3,056.00
$3,900.00
$3,710.00

$3,272.00.

$35,337.00

$
$45.00
$950.00

$2,500.00

$5,093.00

“$12,858.00
$3,729.00
$7,580.00
$8,614.00

$.00
$2,500.00
$2,500.00
$2,260.00

$.00
$1,710.00
$2,195.00
$360.00

$44,306.00

$84,736.00

C O N T
SHARE

$
$
$
$

$

$
$
$

$5,834.0.0

$25,000.00
$.00
$.00
‘$.00

$2,000.00
$.00
$.00
$.00
$.00
$.00
$.00
$.00

$27,00.0.00

$32,834.00

I 1 B

- R p 1 A

C O

$

$3,900.00
$3,710.00

$3,272.00

$35;337.00

.S1,598.00
$1,045.00
$1,950.00
S6,334.00

$10,927.00

$37,858.00
S3,729.00
S7,580.00
S8,614.00
S2,000.00
S2,500.00
S2,500.00
S ,260.00

$.00

S2,195.00
$360.00

$71,306.00

$117,750.00

5



PROJECTBUDGET (REVISEO)

A17ACHiWNT 7W
CONTRACT# 90-321-413-0500-2464-01

IOWAP ADVOCACYS
P INPOLICY-MAKING

INC.

P

ProjectAdvisor
ProjectCoordinator
Secretary

Fringe

Subtotal

Staff
SteeringCommittee

Subtotal

S e s s iExpenses:

A
B

D.
E.

P a r t i c iA t t e n d
P a r t i c iM a t e r
F a c i lE x p e n

( R e n t / M e
S p e a kE x p e n
L o cP r e s e n

OfficeSupplies
Rent
Postage
Phone

Subtotal

Total

P

$
$
$

$

$

$
$
$

$
$

$
$

$
$

$

$

C

$

$

$

$

$

$14,480.00

$

$

$

$

$

I 1 B
- R p 1 A



P P

*****************************************
*
* LOUISIANAPIP BUDGET :
*
~ N.D. - Received prior to 1992 Academy ~
*****************************************

P P a l t p
d ed y p p
p i t p a s
p p w p i t
s b i t t o s

s t o t s
o w a m e m C
c t p

T

P s s s c

R i s p t

S t s m h a

C s s t s

C l t s

B

P

t P C $

C o n

H s

T

S
P a
P C

C S

P t m

M i

M r
E r
C c
R
P C A

1

34,500
800

2

2

1
4
1

T $

7



TEXAS WELOPMENTAL DISABILITIES PROGR DATE: 8/29/91
Ill. GRANTF I N AI N F O

9 1 1A B U DD E TB/P: 9/1/91-5/31/92
--------------------------------------------------------------------------------------------
10 pFRsoNALsERvIcEs: SALARY&HAGES ANNUAL T.O.P.

31TION NAME SALARYMO Z FEDERAL MATCH TOTAL
------------------------------------------------------------------------------------------------
PROJECTDIRECTOR: Allen Dietz 31200 9.0 25 5850d O 5850dV
ASSISTANTDIRECTOR: Betty Button 31200 9.0 15 ,3510 ~ o 3510
Additional Services:
State Issues Uorkshop 2500 0 2500~’
Federal Issues !dorkshop 1225 0 1225 ~

------------------------------------------------------------------------------------------------
SUB-TOTALSALARY& ldAGES 13085 ti” O 13085L-’

------------------------------------------------------------------------------------------------
FRINGEBENEFITS: FICA7.65 716 0 716

---------------------------------------------------J---------------------------------
SUB-TOTALFRINGEBENEFIT

------------------------------------------------------------------------------------------------
PERSONALSERVICESTOTALS 13801 ~ o t b

- -- - - - - -- - - - - ---- ---- - -- - - --- - - - - - - - - - - -- - - -- - - - -- - - -- - - - -- - . -- --- . -- - - - - - - - - - - -- - - -- - - .- - - . . - - -
2. TRAvEL (IN STATE): NONE o 0 0
-------------------------------------------------------------------------------------------

TRAVELTOTALS Ov 04 0’
-------------------------------------------------------------------------------------------
3. PURCHASEDSERVICES:

A. PROF.SERVICES ACCOUNTANT 4000 0 4000b’
TRAINER/TRAINEES 105000 0 105000L

------------------------------------------------------------------------------------------------
PURCHASEDSERVICESTOTALS 109000v’ o v’”109000L.

--” -----------------------------------------------------------------------------------------
4. PROPERTY& MATERIALS:

A. SUPPLIES/MATERIALS:CONSUMABLES 250 0 250
------------------------------------------------------------------------------------------------

PROPERTY& MATERIALSTOTALS 250 V’ O ‘ 250\
------------------------------------------------------------------------------------------------
5. RENTAL& LEASING: NONE o 0 0
------------------------------------------------------------------------------------------------

RENTAL6 LEASINGTOTALS o ~’ o \ o
------------------------------------------------------------------------------------------------
6. UTILITIES: POSTAGE 200 0 200

TELEPHONE-LONGDISTANCE 900 0 goo
------------------------------------------------------------------------------------------------

UTILITIESTOTALS 1100b“’ ob 1100
-------------------------------------------------------------------------------------------------
7. NEG. IND. COSTRATE: NONE

o 0
------------------------------------------------------------------------------------------------

BUDGETPERIODTOTALS $124151 ~z $o L$124151:
========z======= ========

1

- Receivedpriorto 1992Academy

8



TE; . DEVELOPMENTALDISABILITIESPRL..JU4

1. PERSONALSERVICESTOTALS 133801.00 13,801.00

TRAVELTOTALS
0.00 0.00

2.

PURCHASEDSERVICESTOTALS
109,000.00 ~’~~

3.
109,000.00

+ge$Xk<*e *-g%~

4. PROPERTY/MATERIALSTOTALS 250.00 250.00

5. RENTAL/LEASINGTOTALS 0’.00 0.00

6. UTILITIESTOTALS 1 1

7. NEGOTIATEDINDIRECTCOST RATE Xxxxxxxxx

,J
BUDGETPERIODTOTALS $ 124,151.00‘d” 124,151.00

9



TE....5DEVELOPMENTALO PRLw,W4

Project Director $31,200.00
Allen Dietz, CSW-ACP

AssistantDirector $31,200.00 9/15x $3510 $3510
BettyButton,M

Additional Services:

State legislative issues workshop 2500

(planning
~
presentation, tour? and

role-play

Assistance in planning and conducting 1225

federal issues workshop

Projected lapse/turnover surplus =

SubtotalSalaryandWages: $13,085.00

Fringebenefits*:

F @ 7.65 % 7

I l o r k mc o m p e n s@ %

H e a lf n s u r@

I J e ni n s u r@

R e t i r e@

O t h e
@

@

@

S u b tF r ib e n7

I P e r sS e rT o$ 1

1



T( J DEVELOPMENTALDISABILITIES Pl\ JAM

Grant tlorkplan

I
.,..,:......’....,....+,:J +.....;...,’. .?,:...:..:....,$..’~.~~’.”:.:.’~,“:;::=---$ ,...-?’ ..,,.:a..;..I;2;,;;’y::::>..>..;...?A,,..:.A,.\...::...!:;;!::j:;::j::;:j::::::::::....,.’.:....,,::, ..!..:<:!:7....’..:.:.~,.,....;.::,,: ,, ,.....,:.....

‘“.i.ii’;~% .......:ti...:~i::i:~~:,~:,p~RT~:;..:;.I11 ::~i;:FINANC,lAL:j;{lN~,O<~+~,ION~:...::::.:”.:..:.. ... ‘“..”::;:.“..:::,.;:v .,;..:,.,J1...nx~-.~.’$..,....:.?.?..,,.s...-:%’:,,?.2>.,:.-,:!.?...,..;.::...-.,.;:’:;........,..,.%w.’., .. .. .......

.,.,,,, ..8udqet. I“)etall;..:c0ntfnue$j~~:~j$~~++&J~~&;+L;_';''"~;"":"":~`>'''J;;::'~"y`-"““fl’’”’-’’~’’””” ““:’;”., .:+.,.m!-~+:q~++wh”:?++wma”k=~+~+%: . ... ..............N+>..... ,W..,:,.%..*.*.,.;,..,@,...,,,..,.*X,.XX,W,,,.......,,.+.+,.... ..-.-.’............ .... . ...,..-..:....::.~.,.....,... ...... . ,A....
):.::,;.::,.+:,:+.:.:.S.* ::,.>w.::.~.:::.i!&;&,:,:::.*..,.”“..’.:.i,.,,.,...w.............*w...w..**.%.>*. ........ . ...““““”’”’’””‘“’””.”;.&++:’*.;’”.:“’”’”’”””””’’’””’-’”’?~”*%%,&h<,,%w.+i;.:;’;” ~:~v~*w’”;y::”:$:~M$~cti,,~;f&~ot;al;$.,4,,*+.~p&*p*$;,+*y:L*$:ti~*@* ‘. :~. ,

.we-~_ti,,9<$e;.,, .Ee#.eral%%5&~iw
?~~>:-.}y;:.~:.+.,%qf.+..:.....::~,,,:;,.,,.:.............?i$:,:::.-..P.$.**....*,:,“:.:-~.*3.@js$3 ..> ,~ .“”’..+~+>’*~”il.........:.,..:,......... . ............ ..+..... .V..,.,,,....%.,...*.<,.,..%++s?<..’;.>,........... ~:,>.s%.i:.... h..... . .,>....,..,,...,...:.....

2. Travel (In state):
NOT A

Travel (out of state):
NOT APPLICABLE

TravelTotals

3. PurchasedS

Accountant fees to conduct projectaudit $
1 U

Trainer/Trainee Agreements - Reimbursement of Meetin9
expenses per signed agreements with trainers and trainee
participants in the partners in POljcym?kin9 Pr!9raM (e.g.:
travel, meals, room, attendant and respite se~vlcess SUppllesS
longdistancetelephone.charges).

(1
P u r c hS e r vT o~

4 P r o p e r t y / M a t
S u p p l i e s / l i a tOffice Supplies: $250.00

NOT APPLICABLE
C a p iO u t l0

1 P r o pa H a t eT o$

1



TL DEVELOPMENTALDISABILITIESPh Ml

GrantWorkplan

[

.... .. ,...:.. ...:,..::,,i.,,,;,..,.-:.::*”.:<:..;y.,?ym...=k...............““”-&’”-T”:lt::-”’[:’”~’’”:PiRT:: I 1 A ~ ;,.:......h > R . + . ., ... ...
1

R L NOT APPLICABLE

I Rental and Leasing Totals I

6. Utilities:

postage (for mailing tickits, confirmations,
and checks, and to communicatewith participants
“andSpeakers.)

Telephone (LongDistance)

. .

9oo.ooL45-

1 UtilitiesT $

N e g o t iI n d i rC oR a t

A m oNOT APPLICABLE

12



TEX, DEVELOPMENTALDISABILITIESPROL M

Grant liorkplan

PART 111: FINANCIAL INFORMATION

C. Financial Mangement System Questionnaire

1. APPLICANT RESOURCES:

A.

B.

c.

N O

List the source of all the matchingf for this project,includingyour own
agency.

Indicate the origin of the contribution, i.e., direct donation, state
appropriations,revenuesharing,volunteers,s em e

I nwhethereachsourceof fundingis federalor non-federal.

EACH MATCH SOURCEMUST COMPLETEA LETTEROF COOPERATION/ENDORSEMENTWHICH YOU WILL
SUBMITAS AN ATTACHMENTTO THE WORKPLAN.

A AGENCY/SOURCEOF FUNDS B. ORIGINOF CONTRIBUTION

NO MATCHING FUNDS

2 F IS Y

A.

B.

c.

D.

E.

F.

What is your agency’spresentoperatingbudget?

C. FEDERAL NON-FEDERAL

I a g el em at c s ut g r
transactions? YES

Are your booksmaintainedon thecashor accrualbasis? CASH

Who will keepthesebooks? Title?Allen Dietz’~project Director

What method is usedto documentpersonnelcosts (salaryand fringe benefits)
chargedto the project?Time sheets

oftendo you preparefinancialstatements?Monthly or quarterly,
~ needs of the DD c
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PARTNERS IN POLICYMAKING OF ALABAMA
WORKSHOP/TRAININGEVALUATION

******************************************* ALABAMAPIPEVALUATIONFORM
~ N.D.- Receivedpriorto 1992Academy

/EAKER~~ **********************************$

workshop Topic Date

p~ea9e circle your response to each statement.

. .

2.

..

6.

7.

8.

9.

8trongly strongly Not
Agree Agree Disagree Disagree Applicable

The program met my
expectations. 5 4 3. 2 1 0

I received new
information. 5“ 4 3“2 1 0

The information was
helpful and relevant
to my needs. 5 4 3 2 1 0

The speaker(s) pre-
sented the information
clearly. 5 4 3 2

The speaker(s) encour-
aged audience partici-
pation. 5 4 3 2

The exercises,if any,
helpful me apply the
information presented. 5 “ 4 3 2

The handouts/mat”erials,
if any, were helpful. 5 4 3 2

The audiovisual aids,
if any, helped clarify
the information pre-
sented. 5 4 3 2

My g r
p

p 5 4 3 2

1

1

1

1

0

0

0

0

0

0

...

1



S P

P P A

Mileage, Travel, and Miscellaneous Expenses
Reimbursement Claim Form

Name

Address

SocialSecurityNumber

MileageClaim

D / From # of Miles

t $

T C
F

H
L T r

—

O
( a w a

Total Due $

Meal Claims
(at established r
B
L
D

T D

( (

2



Pleaser b e f

W w m s w

2. The workshop would have been better

W e receivef a t w

4. w m y e

W s s t
t w t r

s

k o
a

s r t p I w

T c t e

3



.

PARTNERS IN POLICylfAXIl?GOF ALABAMA

REINHJ==NT FOR SUPPCRT TO P

N

A

S S N

R C # H A R $

B : # H A R $

p A

+ OF

I V T I P

R L A

H A R $

A S D

SIGNATURE OF PROVIDER

SIGNA’TU%E OF ?AR’TICIF-..NT

4



P P
s}3s10?4E F

S V H D M
E INTfiGRATIONAND QUALITY

Pkasecirclethenumberbelowfrwrt1to5 whichbestreflectsyourfeelingsaboute question,Pleastfeel
freeto s additional cwnmenls below.

1.S pw p r
o r ga e f f

2. Makrjalspresentedwere“”
relevantto myneedsand
willhelpimprovemy
advocacyabilities.,.

3, Questionswereanswered
satisfactorily.

4 S pw s e
t p a r ti n d
s i t

5, Writtenmaterialsand
handoutswereuseful.

6.Meetingrooms,“meals,and

Strongly Strongly
&ree W Bleutrai Disa wee. Disapre~

5 4 3 2 1

.

5 4 3 2 1

5 4 3 2 1

5 4 3 2 1
hotelro;mssatisfactorily
metmyruxds.

7. Howwilly specificallyattemptto usetheinformationandexperiencegainedfromthissession’?

C E

C
R p 1 A

5



ILLINOIS PARTNERS IN POLIc~ING - 1991-1s92
SESSION EVALUATION FORM

Please take a few moments to evaluate your experiences during this Partners
in Policwakin9 session. Your opinions are valuable and will help us improve
for future sessions.

1. overall how satisfied were YOU with this partners in policymaking
Session?

Not dissatisfied somewhat neither somewhat satisfied very
at all dissatisfied satisfied satisfied
satisfied

2. Did the programmeet your expectations?

1 2 3 4 5“6 7
Not at all Completely

3. Was the informationpresented helpful and relevant to your needs?

1 2 3 4 5 6 7
Not at all Completely

Indicate your satisfactionwith the following aspects of the program:

Meeting Facilities

4. 1 2 3— =— 5
Not at all
Satisfied

Hotel Accommodations

5. 1 2 3 4 5
Not at all
Satisfied

Meals

6. 1’ 2 3 4 5
Not at all
Satisfied

Program Schedule

7. 1 2 3 4 5
Not at all

ILLINOISPIPEVALUATIONFORM

Receivedpriorto1992Academy

6 7
Completely
Satisfied

6 7
Completely
Satisfied

6 7
Completely
Satisfied

—7
Completely
Satisfied

**Continued on Back Side

6



Handouts/Materials (if any)

8. 1 2 3 4 5

Not at all
Satisfied

Access to Speakers

9. 1 2 3 4 5
Not at all
Satisfied

Access to Staff

10. 1 2 3 4 5
Not at all
Satisfied

Access to other Participants

11. 1 2 3 4 5
Not at all
Satisfied

12. What did you like least about this

6 7
Completely
Satisfied

6 7
Completely
Satisfied

6 7
Completely
Satisfied

6 7
Completely
Satisfied

session?

13. What did you like best about this session?

14. What specific skills, techniques, or knowledge did you obtain at this
training session that are relevant and applicable to your situation?

15. In summarizing your reactions to this session, you would say:

..

7



Speakerts Saze:

Pleaserace t>.:ss~saker in the followingareas:

1. overall h=~.s=~isfied were you with thk speaker?

3.ITE:

Xot dissatisfied somewhat neither somewhat satisfied very
at all dissatisfied satisfied
satisfied

2. HOW apprcpri=tejclearwere the presentation and materials
by the s>eaker?

1 2 3 4 5 6 7
Not at Extremely
all apprcgriac2 Appropriate

satisfied

(if any) used

3. Is =heze ~~=ething you learned from this presentation that you can put
intouse in >-ourlife? If so what?

4. Iihacdi2>-ZUlike least about this presentation?

p~easer :ki5speaker in the following areas:

1. Overall F.c:-satisfied were you with this speaker?

Not di~s~~is~ied sonewhzt neither sonewhat satisfied Ver;’
at all dissatisfied satisfied
satisfied

2. Hov a??rc~zizce/ were the presentationand naterials
by the sgezker?

satisfied

(if any)

1 2 3 4 5 6 7
Not at Extremely
all appropriate Appropriate

Is there ss=ething You learned from this Presentation that YOU can put
into use in your life? If so what?

. What did you like least about this presentation?

...

8



Pleasefillinthefollowinginformation.No name isneeded on thissheetas

your answers are anonymous. Thank you fortakingthe timeto answer these
questions.

1)EducationLevel

Some HighSchool/Nodegree

GED

HighSchoolDiploma

Some College/Nodegree —

Associate’sDegree

Bachelor’sDegree

Some Grad School/Nodegree

Master’sDegree

M.D./Ph.D.

2)EthnicBackground/Race

African-American

American-Indian

Asian

Hispanic

White

O t

9
. -.



P AIN POLICYMAKING

SessionTitle:

EVALUATION

Date: AA**i***h*****kkA*k***k***kA******k******
*
*

Are you a
* T P ;

Consumer Parent? ~ N - R p A ~
*******kk**********h*h********h*****k**

Please circle your responseto each statement.

1.

2.

3.

4.

5.

6.

The

The speakers(s)
informationclea;ly.

This was relevantto my
needs and will improve
my advocacy abilities.

Questions were answered
satisfactorily.

Strongly
Agree

5

5

5

The advancereadingsjhandouts
were helpful. 5

I felt the speakers were
sensitive to participant’s
individual situations. 5

My generalreactionto the
programwas positive. 5

Agree

4

..

4

4

4

4

4

thing I likedmost aboutthis sessionwas:

Neutral

3

3

3

3

Disagree

2

2

2

2

3 2

3 2

Strongly
Disagree

1

1

1

1

1

1

The sessionwouldhave beenbetterif:

10



In what ways will the knowledgeand skillsgainedthisweekendbe usefulto o “
you? .- .

-. .

Comments:

11

...



AVERAGE SCORES FROM EVALUATIONS PER SESSION OF 1990-91

SESSION
Average Score/Statement

1 2 3 4 5 ,6 7 8 9
————.————

1.

2.

3.

4.

5.

6.

7.

8.

October History of the
Disability, Advocacy and
Parent Movements, history of
the independent living move-
ment.

November 9-10: Severe Physi-
cal Disabilities, Assessing
Your Technology Needs and
Demonstration of Technological
Devices.

January 11-12: Education -
Quality and Integration

F e b r u8 -F a m
S u p p oG E n t i t l e
I n s u r aI s s uR e s p
C a rSS1 and SSDI.

March 1-2: Waivers, Vocation-
al Education, Transportation
Issues, Grants and Grant
Writing, Personal Care Atten-
dant Issues, Supported
Employment.

April 12-13: State Policy-
makin~, Legislative
Training Hands on Process

May 10-11: Legislation in
Action

June 7-8: GRADUATION

4.3 4.5 4.3 4.2 4.2 4.3 4.2 4.1 4.7

4.8 4.9 4.6 4.9 4.7 4.6 4.7 4.9 4.9

4.3 4.2 4.3 4.5 4.4 4.5 4.6 4.3 4.4

4.5 4.6 4.2 4.7 4.o 4.5 4.4 4.3 4.6

4.2 4.4 4.3 4.2 4.4 4.0 4.2

4.5 4.5 4.6 4.5 4.5 4.6 4.6 4.” 496

4.9 4.6 4.8 N/A N/A N/A N/A N/A 4.9

NO EVALUATION ADMINISTERED

NOTE: Statement = Pesponses to a question in the evaluation form. The
participants were asked to, !lpleasecircle the number below from 1 to 5 that
best reflects your feelings.” Strongly disagree was 1; strongly agree was 5.
the statements were:

1. The program met my expectations.
2. I received new information.
3. The information was helpful and relevant to my needs.
4. The speaker presented the information clearly.

The speaker encouraged audience participation.
:: The exercises, if any helped me apply the information presented.
7. The handouts/material,if any, were helpful.
8. The audiovisual aids, if any, helped clarify the information,

presented.
9. My general reaction to the program was positive.

ALABAMAPIPEVAL.SCORES90-91

- Receivedpriorto 1992Academy



~ k * A*
k IOWA PIP EVAL. SCORES 1991 *
*
~N.D. - Received priox to 1992 Academy ~
*******************************A*********

Attachment :4

N=>4

[ O E *
I P P 1

S

1.

strongly

Iachievedthe goalsI setformyself 5

as a participanti P a ri P o l i c
5 4= 3 .1

t i m m e n t s :s m yet to do; I need
to work on these; most were met; Due to
my injury I could not attend all sessions.
Partnerain Policymakingisa very 5

effdve way ti gain knowledge and
skillsfor influencingpublicpolicy.

~d = 4.57
~ Amen; may it continue for years;
presenters were knowledgeable; it’s about time
someone was fighting for us .S helplng.
The time mmmitment ~uired b partici~t.e 5
i n P a r t n e r 8 iW a s r e

6 = 4 .
. C o m m e n
Even more meetings; Friday “A Saturday

7

w g
Direction supportfmmpro= staff 5

waa,av6ajla=bl~w4~enneeded-
. 8

~mmenti Really super, bent over backwards:
everyone was so helpful; good; Dav~d’s
leaving was a problem.
I d5
adv~ yandpolkyulaki.ng-a=ult
of my ~:v:lv;me;t-ili--thfaP=*. 8.
Cammenk”

I w

I the future,I willshub um3e othe~ 5

~ci~~–~Fk&nerSin Policymaking.
-e

- 1 a k

i I a h n
Y a h c i w (

4

4

2

4

4

4

5

4

4

4

3

3

3

3

2

3

~

3

3

2

3

1

2

2

2

2

1

2

2

Stron
U51UL

1

1

1

1

1

i

13



7. P1casclist3-4 highlight-syou cxpcricnccdduringor S.Sa resultof
participationin Partnersin Policymaking.
G x F S x A H x L J ,
Dalrid H~ . Terrv Va~ . ro~e th co. SUPervi sors
x 4;, p x m b n n x
resources, contacts, all the presenters x o
~ s h I l a a a c.
I been empowered with much knowledge & good contacts; under-
stanalnq the system; ga~nlng confidence that I can make a
differefice. -

Please rate the helpfulness of the following elements of Partners
Policymaking:

11.

U

13.

14.

R resource

F p r

G d

I n

V

m a t a -= 4 4 x3 3x2

49 = 3.5 5 x3 4 x6 3x5

61.5 = 4.39 5 x9 4 x2 3x2

62 = 4.43 5 X104 x2 3

PemXwllpmjeCt(s)rela&dtiPz-rlem 5x8 4x3 3x2
in Policymaking. 60 = 4.29

$100 Reaoux= AccounL 61 = 4.36 5 x8 4 x3 3x2

I A
= 4

C o fgroup 5 x7 4 x5 3x2
(Le.,parenti and ccmauuwrs, gouager and
older, experienced and ~ experienced).

56 = 4.0

Additionalcomments or suggestions:

2

2

2X1

2x2

n..l
LA&

2

2X2

2“

i

No
H&&

1

1

1

1

1

1

1

Org. p s e k p g a
f S P w k
Dro a= was good I u h e

g I g k s h f
D m i s

f p r
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PARTNERSIN POLICYMAKING

AVERAGESCORES FROM EVALUATIONSPER SESSION
YEAR ONE

TRAININGSESSIONS DATES AVERAGE SCORE/STATEMENT
123456

2.

3.

4.

History of Disabilities, August 24-25
Indepe~dent Living
Movement, Parent
Movement, People First
Movement

Education-Integration
and Quality

Supported Living,
Personal Futures Plann
Supported Employment,
Family Supports

Federal Policy and
Legislative Issues,
Advocacy

State Policy and
Legislative Issues,
Advocacy

Physical Disabilities,
Assistive Technology,

September 21-22

October 26-27
ng,

Nov. 30-Dec. 1

January 25-26

February 22-23

Positive Approaches to
Challenging Behavior

Bureaucratic Maze, March 22-23
Advocacy Organizations

Robert’s Rules of Order, April 19-20
Graduation

5.

6.

7.

8.

4.5

4.5

4.6

4.5

4.7

4.6

4.5

4.7

4.5

4.6

4.5

4.7

4.5

4.5

4.6

4.6

4.5

4.3

4.3

4.5

4.7

4.4

4.5

4.6

4.5

4.1

4.3

4.6

4.4

4.3

4.5

4.3

4.4

4.3

4.7

4.7

4.7

4.4

4.7

4.4

4.7

4.6

4.7

4.8

4.7

4.5

4.5

4.7

NOTE: Statement = responsesto a questionin the evaluationform. The participantswere
askedto,“Pleasecircleyour responseto each statement.” “ d
“stronglyagree”was 5. The statementswere:

1. The speakers(s)presentedinformationclearly.
2. This was relevantto n will improvemy advocacy abilities.
3. Questionswere answeredsatisfactorily.
4. The handouts/materials,if any, were helpful.

I felt the speakerswere sensitiveto participant’sindividualsituations.
;. My general reactionto the programwas positive.;**k******&*********k******************;

*
* TEXASPIP EVAL.SCORES‘90-’91 ~
;N.D.- Receivedpriorto 1992Academy~
****************************************
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PARTNERS P

AVERAGESCORESFRCf4&VALi#ATIONSPERS

T SESSIONS DATES AVERAGESCORE/STATEMENT
123456

1. History:pfDisabilities, September12-13 4.5 4.5 4.5 4.2 4.7 4.8
IndependentLiving
Movement,jParent
Movement,~eopleFirst
Movement !

2. Education-Inclusion October11-12 4.9 4.8 4.5 4.5 4.6 4.9
andQuality

3. SupportedLiving, November15-16 4.8 4.6 4.6 4.4 4.6 4.7
SupportedEmployment,
FamilySupports

4. FederalPolicyand January1 4.6 4.7 5.0 4.8 4.7 4.7
LegislativeIssues,
Advocacy

5. StatePolicyand February7-8 4.5 4.6 4.7 4.6 4.7 4.6
LegislativeI
A

PhysicalDisabilities, March6-7 4.6 4.5 4.5 4.2 4.7 4.6
AssistiveTechnology,
PositiveApproaches
to Behavior

7. BureaucraticMaze, April3-4 4.6 4.7 4.5 4.1 4.6 4.7
AdvocacyOrganizations

8. ParliamentaryProcedure, May 1-2
CommunityOrganizing,
and Graduation

NOTE: Statement= responsesto a questionintheevaluationform. Theparticipantswere
askedto,“Pleasecircleyourresponseto eachstatement.”“Stronglydisagree”was1;
“stronglyagree”was5. Thestatementswere:

The speakers(s)presentedinformationclearly.
2. Thiswas relevantto my needsandwill improvemy advocacyabilities.
3. Questionswere answeredsatisfactorily.
1. Thehandouts/materials,if any,werehelpful.
5. I feltthe speakersweresensitiveto participant’sindividualsituations.
6. My generalreactionto the programwas”positive.

+**+*************************************
x *
* TEXASPIP EVAL.SCORES‘91-’92 *
*
~ N.D.- Receivedpriorto 1992Academy$
*****************************************

16



I I ?i Policymaking

1990 Program Evaluation Material

Prepared by
Iowa Protection & Advocacy, Inc.

Project of
Iowa Governor’s Plannin g Council on Developmental Disabilities
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P P 1

O

Action Step 8.2

By J 1 c r e
u p e t s
w a e s
r u s m
p

E p f d e
S P 1 t f
T F Q R A f e
s o e c 1
P 4 5 w

A S

By J 1 c r e
u e p r p a
a r p w a

The number of letters written to poli.cymakers since the
beginning of the Project.

D c 1 P P
P P p w l
l s f p A

P n w f r o
p p w d s
p l s f p

n t P t b
p os b p

1 P t n t b
p ob J J 1

t t c w d l
c p o

t n c t p w
p oe l g s
b P

t c w p d i
c f f m w p
t c p a t s
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partners met face to face with federal policymakers on 9
occasions, 12 times with state p times
w l c p T a t 37
f f meetings.

The Partners made 68 telephone contacts to policymakers
during the course of the Project, 13 of these calls were
made to federal policymakers or their staff offices, 24
calls to state policymakers, and 31 calls were made to
local or county policymakers.

A i c s
d p a t f a
r P

From January, 1990 through June, 1990, Partners worked
with policymakers, educators, se~vice providers,
committees, and existing networks to achieve the
following:

. Increased respite and nursing care services
following contacts to state DHS policymakers and
federal legislators;

. Increased opportunities for school integration or
inclusion using resources acquired through Partners
in local committee or individual action;

. Entry into financial entitlement services (Family
Support Subsidy, Title XIX, and SS1) after making
informed contacts to local DHS offices;

. Better quality IEPs, IPPs, and IHPs;

. Federal tax relief for in-home care payments
received by the family, for services delivered by
family m a c C
d

. E e o p
C

. A g f p P
i c w m w
p rp

The names of the organizations participants joined since
the beginning of the Project.

P j f o b
m J J 1 A
P w Severe H ( T
A R C - I A
S I U I C H
S C P C N D

E P aC A E
A R S D S A B
C C M C B ( C
S E ( S C
S I ,
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F. o H
P

S J

by p s b

1 P h b n
a e f c B
S I P & A B
D m G P C
D eD m R A
G m W C M A B
m A E C m S

E O C

W w P e p n
e

P P p a n p
p w d i o
n w o f c w
w p p p
P p i o l
b p c s f m
g a s e P

o pn w o f
a co n s w e

k s a P
t 1 P b i e
n e e h
t ra

F o Partners r p
g e n t t m
d i s n 1

P p a i s
n w o e n
i p a r P
u ‘ c P N c
g a n l p c s
f p T c w l
r f s s l i
d 1 I G A S

T r o w a s
P a n P w m a

o pa w t w h h
p P P P a

t s w t l s
s a a r e
t P also a f p w
d ir v 1990 election.

n p p l w
r t e ( p
d i s b P .

20



B J J 1 P g
p rd i T w p
l i w s A
i b a I p w
i t n a e
n a a l p e
a M R
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Reference Action Step 8.2

R e p t
s M i e f u b
s s P a s
r q t g o
r f o e q s r
q f

2.

3.

4.

5.

6.

7.

p w k w p

p a a t d
w e f

O c r s

I f f e v
t c

p m w u

I w m e a a
p a r s s
#

o w c e
p n a w
a

The rating used for these seven questions was a fi.ve-
point scale, from strongly agree through neutral, to strongly
disagree.

In Session I:

R - t r s
a t p w k
p T t a t
p w k w p

R - “The presenters allowed ample time for
discussion and were effective in facilitating it.” Five
of the thirteen respondents strongly agreed with the
statement, six of thirteen agreed, one of thirteen was
neutral, and one of thirteen disagreed.

R - ‘ c r
s tt q s t
s a t a

R - f f e v
t c E t s

a w t s w t
a
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R - “ p m w u ”
t s a f t a

t w n

R - w m e a
a p a r s #

t s a t a
t n

Finally, for ratings #7 - ‘The organizers were
considerate of everyone’s physical needs and all the
accommodations were a E t
s a f t a

n t i

A do f a
c

1. P l t f t e
e a l f d s

The topics that people listed consistently were
‘Caring for C p S
M M “ I A T
W p J B G
D i s P a n
c t D H p
g A p m t
a o n
s i w o P

W p s w d
d ih y

T w c r l
p r( t m h b s
a m b . T w s c
r g t A a n
p w d t J M
s

i w h l i
s t n

C oP r f
i h b i a l s

n p n i
c ln l r
s e l d r
c t f b s f
a b a



p m i i
a s g d s

A n p m t t w
p t i t t g
b t c s g t
w w e g A n f t
i t g w h l
w c r c p
l s P m t w

e h w t a
t I A P g

A c s f P
w f

r f e c I t
were all able to let down our defenses and have more
creative ideas.”

“ g r e b
w

‘I w s t s t s
b rt s a

t w t ( s
t

“A l a b i
o a p i
d i

t p g r “

‘Allow m f d P
e d a p g
p r

“The group should continue to meet every three months
to review what has been accomplished.”

‘ c o s

h w t C o a
h s t a s w
w a p r (
h s

s n P r e
f

Rating #1 - One of nine strongly agreed, six of nine
agreed, one was neutral~ and one disagreed.
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R - n s a n
a f n w n d

Rating #3 - one strongly agreed, four agreed, three were
neutral, and one disagreed.

R - F s a a
d s d I t
s a f a n
d I t s a t
a n d I t
s a f a w n

Especially helpful topics or experiences included: the
issue analysis presentations; Dr. Steven Moore’s
presentation; discovering that change i.sa slow process;
getting more familiar with the problems in disability policy,
more familiar with the Partners staff, and more familiar with
the Partners themselves; the discussion on Americans With
Disabilities Act was helpful; in addition to information
gained on other disabilities, learning more leadershi-p skills
and more effective networking skills; the skills learned in
group communication; problem solving and managing conflict.

D id h p
s i m v q m p
i s p t
h b n P ( j h
s F r F p p
w s i d a s f

l s w n l a n
s c t w a r s

p a

W i c h b i s
t n A s m t a s
a s t t s
s w h b e A n P
m t w l m d c

l e t c i e a
d t

p m i i
s g d s t M P

m t t w i h a
t g t s l w h
i p d p g P F
g m o w w o b
a b g m h o t m
e e b b i
p a
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Additional c s f n
r i

“Thanks for your hard work and the gifts that you
have given me. The resulting blessings are already
coming to me and the others.”

“ f g c h
t

“ n t c i
i m s

“I found like I’m being woke up to a world that I
thought was gaining gmund~ and found out it is still
the same old ‘stuff’.”

“ i l g l
d d t

t

n s I w l h a s
t d a t w d

‘ g w

‘I t t g u i g
t u n a t
t n I p p
b l t s I t c
a t g f c m t

Staff analysis of these responses to the evaluations
from session #1 and session i12,indicate the impact and the
c3irection of the training has been very positive.

S p i p w
d ed p e t
P in Policymaking weekend workshop experience on May
5, f s i b
e t d the c of the
w S i b h b r o a
1 5 s 1 b s d 5 b s
a

1. p w k w p

N r
M 3

26



The presenters allowed ample time for discussion and
were effective in facilitating it.

Number of respondents: 16
Mean: 3.75

Overall the content was relevant and stimulating.

Number of respondents: 16
Mean: 3.94

I felt the freedom to express my own view on the
topics covered.

Number of respondents: 16
Mean: 3.88

The printed materials were useful.

Number of respondents: 16
Mean: 3.31

I will be more effective i.nareas of advocacy and
policymaking as a result of Session #4.

Number of respondents: 16
Mean: 4.69

The organizers were considerate of everyone’s
p n a w
a

N r
M 4

A n p f t p
E J F p p c

w e g P e
a o s time with the panelists
after the discussion was completed~ and gain a better
understanding of the county system.

parts of Session #4 that were discouraging or
disappointing to the Participants, included the length of the
panel discussion, and the windiness of some of the speakers.
A number of the Partners said that a smaller panel or a
series of panel discussions would have been more helpful.
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8
e E v

SixteenParticipant,
evaluatedthe entire

Partnersin Policymaking
Iowa P A

J 1

includingpersonswith developmentaldisabilitiesand
Partnersin Policymalun“ g experienceon May 5,1990. The

following summary informationisbased on an evaluationtooldistributedat the
end of the finalweekend of Partners. Scmed itemsbelowhave been rank
ordered.

wed

Responsesto thesestxkements
representing“StronglyAgree”

L

2.

3.

4.

5.

6.

In the future,
Policymaking.

I willbe more

were based on a fivepointscale,with5
and 1 “StronglyDisagree.”

I w stronglyurge othersto participatein Partnersin

N

effective areas a y p a
rnyinvolvement in thisprojecti

N=15

Partnersin Policymakn“ g isa very effectiveway tn gainknowledge
forinfluencingpublicpolicy.

N=16

r

~tion and supportf projectstaffwas avdable when needed.
N=16 Meaxl 4.41

The time commitment required to participa~ in Partners in Policymakm“ g w-
l%xdiatic.

N=16 Maui 4.09

I achieved the goals I set for myselfas a participsmtin Partnersin
Policymaking.

N=16



E lo P
Participantsratedthe helpfulnessof specificelementsof Partner= A five point
scalewas used)w i5 represen~g “very Helpful”and 1 “NotHelpful.”

1.

2.

3.

4.

4.

5.

6.

6.

7.

Informaln e t w o r

Compositionof the participantgroup (i.e.,parents
and consumers, younger and older,experienced and
less experienced)

Group discussions

Readingand resourcematerials

$ Resource Account

Personal project(s)relatedto Partners in Policymaking

Formalpresentations

The IndividualActionPlan

Use of Telenetconferencing

N=16

N=16

N=16

N=16

N=16

N=16

N=16

N=16

N=13

M 4

M 4

M 4

M 4

M 4

M 4

M 3

M 3

M 3

Participantswe= aaked to list3-4 highlightsthey experiencedduringor as a
resultof their~cipation in P in Polic_ng= The~ responsesreflect
the “ -

.. . - . ved to empower participantin advocacy
and

variety of ways in wlucn Yartners ser
policymakingactivities.

Having my eyes opened to school and
power with politicalcandidatesto get

(1)Gettingon the WrightCounty

cOmmunity integration.Realizing
what I need formy daughter.

my

M D C o m( G em
comfotiblewitha c with disabilities.(3)Accessibilityb pcmple
whose names I heard but now 1 have meL Empowerment-commitment b
hang in there.

For the firsttimebeing toldof the benefitsof integrationand the full
integrationoption,learningabout appropriatesupportsand servicesfor
children‘withautism,becomingmore informedand aware of the political
structu= as itexistsin Iowa.



Withouta doub~ the strength,friendship,knowledgeand overallsupprt I
acquiredthroughmeetingthe otherPIP traineesisthe highlightof
highlight

N e tStivenMare, S M

(1)Helpedme b realizeotherpeople’sproblemsand intirests.(2)
t s w p c f

A C really partof thisprojecGI came in
b-use of our project-

M contits s w e v f

I f-l thatI have made some good friends,learnedthatI’mnotalone,
Startln- g tn learnabout laws—both good and bad things,bmme more
politicallyaware and hopefullya betir advocate.

Seeingthatthisfieldhas even come closeb perfecLRulesare setin the
dark ages and stillfollowedby policym

Meeting more peopleand making new friends.Learned a
help get throughallthe red tipe.

cumntsReamndat i

D h l w t p
k w D 1 w l h m i

K s f

about how b

I l d

To have mentallydisabledpeoplehave aasis~ce as needed during sessions.
They didn’tgainas much as they couldhave.

A y a I w o u~ d rof writingcongressmen,telephoning,gettinga
board positionwithMiltMR, DD AdvisoryBoard.

S f b b m v p i

I would maybe do a differentmix of motivationaland info,but allof itwas
grea~ Maybe deletesome partaof F

Continued involvementeven in issuesnot directlyaffectingyou makes you a
bettercitisen!

30



This has been a vehicleforrenewingmy activeinvolvementin policymaking.
I’mextremelyhappy thatI had the opportunityti meet thesewonderful
paren~

Too much downtime.Could have practicalspeakingmore in frontof each
otherto gaincomfortlevelforlateradvocacy. Wish we’d visitedthe capitol
tigetherb practiceor to sitin on session=

Shortenthe lengthof a days learningsessions.

I would likeb be

M ot if oQ l
n ey e a

M or op l a y i

part in 1991 as a setice ta David.

with speakers.Work

debating,homework.

on debateskillsand roleplayingmore

I intendto recommend thisto every person I meek know, come in con-t
with.I am u my C t h ‘
i nt P p

l m l p
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1.0 INTRODUCTION

Partnersin Leadershipis a state-wideprogramthatbeganin 1989. Itspurpose is to
help parentsof young childrenwith specialneeds and young adultswith specialneeds
developa variety o s k it hc b s u b su nt h eo “ l e

The program is sponsoredby the ColoradoInter-agencyCoordinatingCouncil (ICC),which
is the implementingagency for PublicLaw 99-457,and the ColoradoDevelopmental
DisabilitiesPlanningCouncil. The ICC is staffedby the ColoradoDepartmentof
Education.

AC the end of the program’sfirstyear, the Associationfor CommunityLiving in
Colorado(ACL)receivedthe contractfrom the ICC and the DevelopmentalDisabilities
PlanningCouncilto operate the Partnersin Leadershipprogram. The ACL works with a
coalitionof individuals,all of whom have been involvedin implementingthe program
since its inception.

A Family SupportTechnicalAssistanceGroup (TAG),a sub-groupof the ICC, provides
generaloversightfor the program. The TAG comprisesrepresentativesof a variety of
agenciesand organizationsas well as some individuals. The contractorreports to the
TAG at each meeting,issuesare discussedand suggestionsmade.

There are six Partnersin Leadershiptrainingsessionsin a programyear. These
sessionstake place in the Denver area;begin eitheron a Friday afternoonor Friday
evening; and concludelate Saturdayafternoon. Participants’coscs are fully paid by
the program.Two programyears have been completedand PartnersThree is scheduledto
begin in the Fall of 1991.

The externalevaluationwas planned for and conductedduringthe secondyear of the
program to developdata to both supportfuturefundingand to continuerefiningthe
program.

34



: o. STUDY DESIGN

ThePartnersprogrsmis onlyin itssecondyearand stillin a formativestage;
therefore,the evaluationteam chose a qualitativeresearchdesign’thatwould enablean
in-depthexplorationof the qualityof participants’experiencesboth during and after
theirparticipationin Partners. The study,a u f f
e i a s sb f a c b
u v e p w d
a m t e p c d

The studybegan in the Fall of 1990. The team conducteda literaturesearch
concurrentlywith initialphases of data collection. To increasethe validity of study
results,multiplemethodologieswere employedto collectprogram data. These
included

* semi-structured,open-endedinte~iews of ,threekey informants:the Partners
ProgramManager from the ColoradoDepartmentof Education,the ExecutiveDirector
of the ColoradoDevelopmentalDisabilitiesPlanningCounciland the Executive
Directorof the Associationfor CommuniW Living;

* observationof portionsof each of the six trainingsessionsthat constituted
Year Two of the Partnersprogram;.

* semi-structured,open-endedinterviewsof 19 participants
Partnersprogram;

* semi-structured,open-endedinterviewsof 16 participants
Partnersprogram;

from Year One of the

in Year Two of the

* a focus group interview of the six group facilitatorsfrom Year Two;

* ongoingexaminationof the evaluativeportionsof Y Two participants’
journals,in which respondentsreflectedback on the sessionsand describedwhat
stood out for them and why they found those particularactivitiesor ideas
meaningful;

* examinationof the evaluationforms that Year Two participantscompletedat the
close of some sessions.

Participantintemiews were usuallyconductedin a respondent’shome and in small
groupsof two or three. Some interviewswere conductedindividually. The interviews
attemptedto gather in-depthdata on

* what respondentsare currentlyinvolvedin with respect to family,employmentand
/or communityactivities;

* how respondentsbecame involvedin Partnersin Leadership,their initial
expectationsof the progremand how the actual experiencedifferedor did not
differ from those expectations;

* respondents’definitionsof leadership;
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* types of leadershipexperiencesrespondentshave had and theirperceptionsof how
participationin Partnersin Leadershipaffectedthose experiences;

* respondents’overallassessmentof the Partnersin Leadershipprogram as well as
suggestedchanges (if any).

Participantinteniew guides are in the Appendix.

The sampleof participantsfrom the program’sfirstyear was essentiallya stratified
randomsamplewith the stratificationrelatedto geographiclocation. The sample from
Year Two was also stratifiedgeographicallybut was only partiallyrandom. For
example,the team believed that it was importantto interviewsome of the participants
who did not completethe program;therefore,these individualswere selected
purposefully. Three other individualswere selecteddeliberatelybecause of behaviors
that appearedto differ significantlyfrom other participants.

The followingcharts describethe samples.



F RESPONDENTSBY LOCATION

Year I
Female Male

Metro
Denver 5 1

Boulder
area 2 1

No. Colo. 5 1

so. Colo. 2

Western Slope 1 1

AND GENDER

Year II
Female Male

7 2

3

1

1

F I2 RESPONDENTSBY ETHNICITYAND ADVOCACYORIENTATION

YEARONE YEARTwo

PARENT 15 14

SELF-ADVOCATE 4 2

A 1

M 2 6

1

1

Budgetaryconstraintspreventedtravelto the Western Slope; consequently,only
Western Slope respondencewho couldbe locatedand were able to be in Denver ac
point during the data collectionprocesswere intemiewed.

In accordancewith the a~reement,the evaluationteam presentedinterim reports

those
some

on
preliminaryfindingsand-recommendationsthroughoutthe studyto the FamilySupport
TechnicalAssistanceGroup(TAG),the Inter-agencyCoordinatingCouncil(ICC)and the
ExecutiveDirectorof theAssociationforCommunityLiving. Informalverbalfeedback
was provideduponrequestto facilitatorsand otheradministrativepersonnelduring
sessions.
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3.0 LITERATURESEARCH

Despitethe program’stitle, (Partnersin Leadership)no singularnotion or definition
of leadershipeitherprovidedfocus to the originalprogram or acted as a guidelinefor
programcontent. The approachinsteadhas been to b uu p a rs
d e f i n i t ia nt e x p lt hp o s s i bo v a rd e fo l e
b e h a v i oB e c at ha p p rh b ei n t uo t p o t p
d e v e l o p eit was decided that the evaluationeffortwould includea literaturesearch
regardingthe conceptof leadership. The searchdata could then be comparedto other
informationfrom participantsas a part of the study.

“Leadershiphas been a topic of intensespeculationand controversyfor thousandsof
years. The fact that we are still conductingresearchon leadershiptells us that we
are dealingwith a very complexproblem. If therewere simple answers,we would have
known them long ago.” (Fiedler,F. E. and Chemers,M. M., 1984.)

“Leadershipis one of thosenaggingidealsthat frequentlydefy definition. People
play leadershiproles, regardlessof their officialpositionsor titles... What makes
the elusive ‘leadership’role all the more criticalis the changing,unpredictable
environmentin which we live. Tomorrow’sleadersand thosewho aspire to leadership,
must, therefore,become comfortablewith the volatileuncertaintimes...” (Bisesi,M.
1983, Sloan Manazement Review.)

Thesestatementssummarizemuchof whattheevaluationteamdiscoveredin a searchof
theliteratureon leadersand leadership.WarrenBennis(1985)statesthatthereare
morethan350definitionsof leadershipbut no clearandunequivocalunderstandingas
to whatdistinguishesleadersfromnonleadersor what distinguisheseffectiveleaders
fromineffectiveleaders. ‘LeadershipmBennisstates‘isliketheAbominableSnowman,
whosefootprintsare everywherebut who is nowhereto be seen”

Major categoriesof Leadershipresearchare:

1. Trait Studies: personalcharacteristicsof the individualleader;
2. BehaviorStudies: what the leaderactuallydoes;
3. ProcessStudies: the interactionof the leader, followers(if present)and the

environment..

Trait Studiesessentiallyassume that personalcharacteristicsof the leader determine
the ability to influenceothersand/or to make thingshappen. Exsmplesof traitsare
self confidence,ambition,decisiveness,dominanceand charisma. Most early research
(1900-1968)r l a t f m c t
s t w t s p c t a
a w l e t u t (
1

Theoriesthat focus on leaderbehaviorsincludeseveralwell known efforts;the Ohio
State LeadershipStudies,Blake and Mouton’sManagerialGrid approachand the
Universityof Michigan Studies. This approachfocuses on the developmentof leadership
behaviorsand the impactof thesebehaviorson group performanceand satisfaction.
Examplesof leadershipbehaviorincludesettingclear performanceexpectations,being
supportiveof people and trustingothers.The major conclusionof these studies is that
there are two primary dimensionsof leadershipbehavior: concern for task and concern
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for people,

Leadershipinteractionor process approachespropose that leadershipis a system and
that it is the interactionamong parts of the system,such as traits,behaviors (of
~ the leaderand followers)and the environment(situation)that determines
effectiveness.Major theoristsof this schoolincludeFiedler (contingencytheory),
House and Evans (path-goaltheory)Vroom-Yetton(modelof Leadership)and Tannenbaum
and Schmidt (continuumof leadershipstyles).

A vision of the future,risk-takingand commitmentare leadershipcharacteristicsthat
are most commonlycited throughoutthe literature,regardlessof the particular
theoreticalapproach. For many authorsvisionand leadershipare synonymous;one does
not occurwithout the other. Si Kahn (1982)discussesm a sense of vision and
direction”. Bennis refers to commitment,complexityand credibilityand states that
effectiveleadership takes risks. Accordingto Bennis, leadingis a “deeplypersonal
businessn and he argues that leadersmust have positiveself-regard. Burns identifies
“purposenas the crucialvariableinfluencingleadership. Hall et al (1987)state that
an effectiveleader is “generative”--making thingshappen,moving a group to a
decisionand buildingcommitmentto that decision. Argyris (1976)cites “a need to
developleadersin all fields of endeavorwho know how to discoverthe difficult
questions,how to createviable problem-solvingn“etworksto inventsolutionsto these
questionsand how to generateand channelhuman’energyand commitmentto produce the
solutions.” He writes, “...tobring about trulybasic changes in institutions..that
do not wash out under the pressuresof everydaylife,human beings will have to develop
new values,new skillsand new conceptsof individualand organizational
effectiveness...~

Much of the literatureimpliesthat leadershipdoes not exist without “followership”.
For example,J. M. Burns, whose book, Leadership(1972),is considereda classic in the
field,writes,

“Leadershipis exercisedwhenpersonswithcertainmotivesandpurposesmobilize,in
competitionor conflictwithothers,institutional,political,psychologicaland other
resourcesso as to arouse, engage,and satisfythe motives of followers.”

Such a definitiondoes not appear to recognizethe possibilitiesof demonstrating
leadershipwithout ‘followership”.Burns furtherdescribesthe leadershipprocess as
“leadersinducingfollowersto act for certaingoals chat representthe values and
motivations,the wants and needs, the aspirationsand expectations...ofboth leaders
and followers.”

In additionto the above, two themesthat relatecloselyto the goals, objectivesand
activitiesof Partnersin Leadershipemergedfrom the literaturesearch. One of these
is “situationalleadership”. The second is ‘processpolitics”.

Carew et al define situationalleadershipas a conceptbased on the notion that there
is no ‘one bestn leadershipstyle. In a 1986articlepublishedin the “Trainingand
DevelopmentJournal,”the authorsexplorethe implicationsof this concept for group
leaders facilitating group growthand development. The applicationsof this work
for Partnersin Leadershipfacilitatorsare readilyapparentand the evaluationteam
providedcopies of this particulararticleto the coalitionduring the secondyear of
the program.



Carew et al contend
* the amount of
* the amount of
* the amount of

In conjunctionwith
directing,coaching,

that leadershipstylesdifferon 3 dimensions:
directiona leaderprovides
support and encouragementa leaderprovides
followerinvolvementpresent in decision-making.

these dimensionsthey cite four leadershipstyles:
supportingand delegating. They argue that a group leadermust be

able to change styles as the i g developgreatercommitmentand
competence. Assessingthe developmentall eo t g rrnernbersp ra l
w i tt hi n f o r m an e ef od e t e rW hthe l e as ti m
l i k et b e f f e ca t ht i

F i e d la nC h e m ei t h ed i s c uo s i t ul e ar et o
i n d i v i dm ab a e x t r ee f f el e ai o s i ta f i a
T h ec h a r a c t el e a d e rs t ya b ep r i m“ r e lm oo
“ t am o t i v a ta ne x a ms i t u ai t eo t d eo c o(
“ m o d e r a t“ h i gt ht hl e ap o s s eA rt i i e at c t
s i t u a tt ho n es t ythese a u tp r et e c hf a lt
“ i m m e d il e a d e re n v i r o n

The work on processpolitics deals less with conceptsof leadershipthan it does with
the context in which leadershipcan be exercisedmore effectively.In addition,process
politicsfocuseson communitiesas the targetfor change rather than che individual
and/oran organization.Guthrie and Miller (1981)defineprocess politicsas a body of
techniquesthat emphasizes:

* influencinginstitutionalas well as individualcauses of problems;
* encouragingself-determination;
* increasingcooperationwithin and among groups;
* developingindividualskills;
* spreadingownershipof decisionsby involvingthose affectedin the decision-

making processes;
* valuing individualdifferences.

The authors identifyprocess politicsas a set of assumptionsand techniquesintended
to help groups manage their own processesof growthand to help group membersbecome
capable,effectiveproblem-solvers. The followingunderlyingassumptionssupport the
concept.

* Problemsare solvable.

* Bothcreativeenergyandpragmatism

* It is essentialto pay attentionto
objectives.

are essentialcomponentsin problem solving.

both long-termperspectivesand short-term

* A none of a n u mo d i f f ea p p rt c h
t hs i t u a ta ni td y n a m

* P e o pc o u n( T ha s s u mi s t rl it
“ t r a n s f o r m a tl e a d e r

can be useful, dependingon

theoriesregarding
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* It’s importantto learn from what we do.

Guthrieand MilIer identifythe principalrole of the process “politicianm as that of
a changeagent and state that the processpoliticianmay serve as an educator,an
advocate,a fair witness or an idea generator. They argue that processpoliticians
help people learn to be better leadersso that these leaderscan increasea group’s
abilitiesto achievegoals with the primarygoal being moreopennessin decision-making
processes.

The basic conceptsand assumptionsidentifiedby Guthrieand Miller appear to be very
similarto the conceptsand assumptionsthat underliePartnersin Leadership.

A completelistingof the literaturethat was examinedmay be found in the Appendix.
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4.0 FINDINGS

Thissectioncombinesfindingsfrom interviews,obsemations and participantjournals.

4.1 DEFINITIONSOF LEADERSHIP

4.1.1 Year One

Like the literature,respondentshad many definitionsof “leadership”. The word
‘responsibility”was includedfairlyfrequentlyin respondentdefinitionsas were
phrasesthat described,in one way or another,both risk-takingand initiating
behaviors. Two self-advocatescalledleadershipthe willingnessto speak out (“to say
what’swhat!). The word “help”was used in a varietyof contexts,including“notbeing
afraid to ask for help...”, “one who helps”, or “helpingothers to lead”. Both having
and sharingknowledgewere mentionedas were the conceptsof goals and vision. One
individual’sdefinitionof a leaderwas “onewho does what is in the best interestsof
the majorityof the people he or she leads or r a “

w o b

Some respondentsclearly specifiedleadershipthat does not require “followership”.
One defineda leader as “a personwho findshis or her own way--evenif there~sno one
following..leadership is making one’s own pathw. He went on to say that followersare
“welcome”but he did not see them as a necessaryelement. In responsethe other
participantin this intemiew sessioncommentedthat one doesn’thave to be “out
recruitingpeople to follow... but is willing to have followers...to lead if
requested”. In another instance,a respondentexplainedhow she had spent much time
during the past year watching flightsof wild geese and it occurredto her that a
leaderwas like a ‘goose that breaks the V“.’ We will see in Section4.0 that many
respondents’operationaldefinitionsof leadership(definitionsthat emerge from
respondents’descriptionsof their own leadershipexperiences)do not require
“followership”.This is particularlytrue for respondentsin the Year Two sample.

Other words or phrases that respondentsused in theirdefinitionsinclude: ‘makingor
allowingthings to happen,” ‘strength,”‘stability,”“someonewho’s in charge,”
“accountability,”‘someoneothers look to for guidance,”“enabling,m ‘energetic,N
‘motivator,w‘good listener,w‘tenacious”and ‘willingto admit mistakes”. One
respondentalso discusseda style of leadershipthat is “not necessarilyvisible”but
throughwhichone is “able to control(outcomes)fromthesidelines”.

4.1.2 Year Two

Again, participantscorroboratedWarren Bennis (“over
and had multipleresponses to therequest to name the

350definitionsof leadership”)
words or actions that they

associatewith ‘leadershipn. In this group, the conceptsof vision and goal-
orientationwere mentionedby a few as was ‘gainingtrust”or being ‘truamorthy”. A
coupleof people dealt with leadersand “mistakes”in terms of both being able to admit
to one’s mistakesand learningfrom one’s mistakes.Anotherperson stated ‘everydayI
should teach a l i t tl e aa l i ta g io tt s o p p
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One respondentdefinesa leaderas oneWho “functionsas theglue”whileanother
believesleadersmusthave theabilityto “seethe grayareasandunderstandthatnot
everythingis black and white”.

Risk-takingwas mentionedas were “commitment”,“expertiseand/or experience”,
‘strength,”“dynamism”,and “tenacitY”. One respondentbelievesa leadermust be
‘assertivebut compassionate..with a little finesse”. Another indicatedthat
effectiveleaders “don’ttake all the credit”.

Other termsused by Year TWO respondentsincluded,“inspirer”,“motivator”,
“performer”,“listener”,“organizationalabilities”, and “non-judgmental”.As with
Year One participants,severalself-advocatesdefinedadvocacyon behalf of others as
leadership.

One Year Two respondentdescribeda Varieq of stylesthatleadershipmighttake.

“Youhavea goalin mind and then work within that vision with whatever capacityis
necessaryto help accomplishthe goal..maybe educate.maybe enabling..maybe prodding
or outright aggressiveness...Adapt the s~le accordingto how the style is going to
accomplishthe goal. A leaderhas a lot of differentcapacities.”

Did participation in Parm.ers a..f=2ect their concepts of leadership?

“Sure it did. I used to thinka leader

“Yes,now I refuseto do things.”

“Ratherthanshufflethroughthe system

gave orders.”

a little longer, I became more vocal regarding
my Ueeu>.

‘I didn’t
==Y.’t

‘I didn’t

—.. - I

know leaderscould admit to mistakes...a leaderneeds to know when she’s gone

get disgustedbefore.”

“I realizedthat being a leaderyou almosth at take risks. There’s a lot more work
chan I realized...it’s more complex.”

“Yes! I thinka personwithdevelopmentaldisabilitiescanbe a leader...LeaderShip
qualiciescanbe foundin peoplewithdevelopmentaldisabilities...(he\she)may not be
a leaderof all theworldbut a leaderin one’sown sense.”

“NowI see thatleadersthinklong-term..leaderssee thewholepicture.”

4.2 EXPECTATIONSOF PARTNERSIN LEADERSHIP

4.2.1 YearOne

Respondentstypicallycited“contacts”and “information”as thebenefitstheyexpected
co gainfromPartnersat the timetheyappliedto participatein theprogram. Some
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were lookingfor emotionalsupport,interactionand sharing;otherswanted tools for
improvingtheir advocacyskills. Only one Year One parent respondentreportedthat he
had expectedto meet adultswith disabilities,believingthey would “have a focus on
thingsI didn’thave”. He went on to say, “...that expectationwas well fulfilled.”
Anothermajor theme, especiallyamong self-advocates,was the notion of givinghelp or
supportto others.

Parentparticipantsuniversallycited interactingas peers with adultswith special
needs as the primarydifferencebemeen their initialexpectationsof Partnersand the
realityof the experience. One, who admittedthat she had not looked fomard to having
self-advocatesin the group, found that self-advocateparticipationbecame one of the
elementsfrom which she realized the “mostbenefit”. Another indicatedthat
interactingwith self-advocates“mademe grow up”; a third stated that having the self-
advocatesas equal participantsin the groupwas “integralto the whole thing”.

From the standpointof the self-advocates,the reactionswere more mixed. One found
her interactionwith the parents enlighteningbecauseprior to Partnersshe knew
‘nothingabout littlekids”. Two who grew up in state institutions,found interaction
with parents somewhatpainful--the talk of small childrenbeing raised in theirhomes
resurrectedtheir grief about their own childhood.

“my,” one wonderedaloud, “did I have to grow up in the state home?”

Other differencesbetween initialexpectationsand the actual experienceincluded
‘tools”(as opposed to just information),more emotionalsupport than anticipatedand
learningthroughexperience(activityon the statewidepre-schoolinitiative)that one
“reallycan make a differenceat the grassroots”.

Some respondentsnoted also that their experiencesin Partnersand learningnew skills
had an emotionalimpacton their lives--primarilyenablingthem to move out of
depression. Severalparticipantsnoted that the programmaticactivitiesmoved them
from “beingstuck”and feeling powerlessto feelingmore in charge and self confident.

4.2.2 Year Two

At least three respondentsindicatedthat ~heir expectationswere relativelyvague when
they applied to Partners.

“I didn’tknow.,.somevaluableskills...butI wasn’tsurewhat.”

“I wasn’tsure, . .(1 guess) some additionalknowledgeabout developmentaldisabilities.”

“I wasn’t sure..but I wanted to be more effectivein dealingwith my kids’ school.”

w...increasemy knowledgebase.”

n...learn how to work the ropes.”

Severalof the parentswere hoping to make contactsand have interactionwith parents
like themselves--notjust parents of youngsterswith special needs but, p

it, “go-getters”. Some respondentswere lookingprimarily knowledgeand



informationabout resourcesor advocacyskills.

One, who works professionallywith specialneeds families,was not expectingto gain
anythingfor herself..she was “checkingit out for others.” Now she reports that she
tells “any and every parent I can tell about Partners...seladvocateses,too.” Her
experiencein Partners“wentbeyond”her expectations.

“I was overwhelmedwith a feelingof validation. I had alwaysbelieved in
collaborativelearningand in integratedlearning...and I was concernedwhen I pushed
for integrationfor my own kids because I had no experiencewith it until
Partners..but with the self-advocatesthere I saw that it worked!”

Like the Year One sample,the majorityof parent respondentsreportedthat interacting
as peers with the self-advocateswas one of the most significantdifferencesbetween
their expectationsand their actualexperience.

“I was impressedwith the number of self-advocates--it was a positivething that I
hadn’t thoughtaboutbefore..seeing successfuladultswith specialneeds, adjustedto
their disabilitieswas reallypositive.”

“I didn’t expect to see so many specialneeds adults..atfirst I thoughtI really
didn’tbelong...Afterthe first coupleof sessions,my educationbegan. Now I see how
I’vebeen able to apply what occurred.”

“The self-advocateshelped me to think about my daughter’sadult life..Ihadn’t
consideredthat before...“

On theotherhand,a self-advocateindicatedin a journalentry that interactionwith
parentshelpedher to understandhow her own parentshad felt as she was growingup.

All of these interactionshad a “growth”effect,or, as in the words of one
participant,“it openedme up!”

Respondentsgenerallyagreed that the benefitsfrom the program exceededtheir
expectations.

“The collaborativegroupswere more work than I had thought--butthey were very
beneficial.”

“I receivedconfirmationof my values”

“Therewas more emotionalsupportthan I had expected..peopleacceptedme for what I
am...There w e l . d t m a
h h o m

“I walked away with tools...I didn’texpect those. It didn’thappen at first. At
first there was kind of a dip..after that I gained tools I could hold onto...“

‘I thoughtI could share (my knowledgeand experiences)with others--butI learneda
lot...itgave me tools..helpedme to be assertiveabout some things...itmore than met
my expectations.”
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“Now I can talk to socialworkersand teachers”.

In addition,some indicatedthat as they “grewas persons, their needs increased”. In
otherwords, the more one learns,the more one needs to learn.

4.3 LEADERSHIPEXPERIENCES

4.3.1 YearOne

Everyr t s i t i l
a r a s i w s n T

a r f b c s g i
v os Most of the s w e l
i nw m p w r m t c a

c m t c w s n w a e l p
t a a d movement,severalare involvedin
other communityactivitiessuch as a churchor a recreationalgroup (softball,soccer,
etc.).

Respondentsdescribedleadershipexperiencesthat occurredin a variety of contexts
including:

* boards, committeesor familysupportgroups;
* child’sschool or schooldistrict;
* work situations;
* socialsituations.

Two of the respondentsreportedthat theirwork requiresthem to demonstrateleadership
on an ongoingbasis. One of these describedan experiencein organizinga family
supportgroup in a communitybut wasn’t sure if she shoulduse this experienceas an
examplebecause the mechanicsof implementationwere “so basic for men. In her view, a
recentexperiencein the workplace,where she was able to facilitatea productive
relationshipwith.a co-manager,seemedto her to be a more accuratereflectionof
leadership.

One self-advocatedescribedher actionson a committeethat was screeningfor a new
agencydirector. She was uncertainthat she had actuallydemonstratedleadershipbut
described ‘speaking out” on some issues as the session was drawing to a close.

A parent describeda lengthyand complicatedprocess in which a public school district
was adverseto providingany additionalprogramsfor an eighteen-year-oldson who was
not yet ready to make the transitioninto adult life. As a result of these efforts,
the districtis now establishinga progrsm to enable 19 to 21 year-oldswith special
needs to make more gradual transitionsinto the community. She is obviouslyvery
pleasedwith the outcomeof her efforts,which includedbringing a variety of agencies
togetherand amassinga great deal’of supportfor her position. However, if she had it
‘to do it over, I wouldn’thave worried so much...1 had myself and my family
crazy.,.youdon’t have to get yourselfso worked up about it”.
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Anothermother describedher involvementin integratinga pre-schoolfor youngsters
with specialneeds into the public schoolwhere it is located. This effort included
organizinga variety of activitiesthatwould createboCh visibilityfor her cause and
have an impact on institutionaland parentalresistance. She and the’other parents and
staff,with whom she worked to accomplishthis, are now consideringtraveling
throughoutthe statewith their new model.

A fatherdescribedwriting a letterto a schoolsuperintendentpraisinga new and
exceptionalteacher. The respondentbelieveshis letterwas one factor in this
teacher’sreceivinga tenure-trackpositionwith the district. Another father
describedhis impacton a p e r s oc o m mo a C o mC eB w a
m o t hd e s c r ih ei m po a s u b - c oof the AssistiveTechnologyGroup. With
assistancefrom some of the others in the interviewsession,a self-advocatedescribed
her impacton two young childrenwho were r e s il e at t e ct
m u su si t ha rt c o m m u nP a ro b oc h iw P a
p a r t i c i p a.

T h rr e s p o n dr e c a le x p e r iw hb oc ae x es et
p r e v et hf rexpressingtheir opinionson semices being provided. In one of
these cases, the board now providestime at each meeting for the public to speak.
Therefore,accordingto one respondent,the troublethat she and otherswent through
(being“kickedout” of meetingsand being labeled“trouble-makers”)“paid off”.

Severalrespondentsreportedspecificinstancesof advocatingfor others: these
includedactionsfrom strong standsat staffingsat anotherperson’srequest to one
instancethat occurredspontaneouslyin a public restaurantwhen a person in a
wheelchairhad difficultyin using the facility.The respondent,who did not know the
person involved,complainedto the manageron the individual’sbehalf regardingthe
lack of appropriatesupports.

For anotherparticipantleadershiphas meant a generalizeddevelopmentof
assertiveness. She cited an incidentwhen she calledand challengeda radio show host
who had made a comment,with which she disagreed,about persons with disabilities.
Despitethe fact that the talk show host hung up on her, she views the action as an
exampleof leadership. Her husbandrefersto this action as “that’sPartnerscoming
out”.

What influence did Partners in Leadership have on these activities? A few
respondentsindicatedtheyprobablymighthaveengagedin theiractivitieswithout
Partnersbut Partnershelpedthemto “doit sooner”. Some stated that itwas their
Partnersexperiencethatenabledthemto havea future“vision”aboutwhat it was they
wantedto work towards.

“Mysonhad been in specialschoolsall thetimebeforewe camehere. I alwaysknew
thatwas wrong. ThistimeI camewitha planand an alternativeand it worked...I
learnedthroughPartnersnot to be mad at the agencies..they werejustdoingtheir
job..but I l~arnedthat no one knows your kid

One respondent,with respect to the need for a

“There’sso much out there--it’s awfullyeasy
way.”

iikeyou do.”- -

vision, commented,

to get lost in the forest along the



Various respondentsreportedlearningto speakUP or to stand Up for oneselfor one’s
child.

“I used to be afraidof losing s .. they can give you a hard time but they
can’t pull services.”

Respondentsreportedlearninghow to get what is neededwithout making enemies;and
“not to let the systemdefine the possibilitiesfor my kids”. Other attributesthat
respondentsbelieve they either gainedor enhancedthroughPartnerswere “courage”,
“confidence”,“independence”and “timing”.

One respondent,whohas alwaysperceivedherselfas a leader,believesthatPartners
helpedher to become“moreassertivethanaggressiveandmorehonestwithmyself”. A
father,who has alsoalwaysthoughtof himselfas a leaderdoesnot believehe gained
or enhancedleadershipskillsthroughPartnersbut sayshe did comeawaywithnew
knowledge. Anotherreportedthat “thingsdon’t get to me now” and another said,

‘I learnedthatdoctorsarenotbad, onlyhuman...maybelessso.”

4.3.2 Year Two

Manyof the respondentsin the YearTwo sampleare involvedin boards,committeesor
supportgroupsthatare relatedto familiesor individualswith specialneeds. Like
the Year One sample,most of the parent respondentsare employedat least part-time
outsidethe home and are raisingmore than one child.“A few of the respondentsare
employedin organizationsthat se=e familiesor individualswith specialneeds. Some
respondentsare also active in othervoluntaryactivities.

Year Two respondentswere asked to describetwo differentleadershipexperiences--one
that occurredbefore Partnersand one that occurredafter they began participatingin
Partners. The majorityof the respondentsindicatedthat they had thoughtof
themselvesas leadersprior to Partnersalthoughone individualprefers the term
‘impacter”to “leader”. One respondent,whose first languageis not English, was very
clear about the fact that she has never consideredherself a leader althoughpeople
have told her she has the potentialfor leadership.

Many of the “pre-Partners”experiencesthat respondentsdescribedwere related to their
work w’hilesome were in familysituations. Two individualsindicatedthat they
demonstrateongoingleadershipi t work f M “
e d h a “ c

Many of the “postPartners”experiencesrelatedto interactionwith care or seuice
providers.

“I told the pediatricianthat we had been doing it his way for a long time and now I
wanted to try it my way...1had to take a stand...I don’t know if he got mad or not but
he agreed and it’s working...I know my child better than the doctors do...m’mgetting
tired of having doctorsrun my life!”

What would she do differently if she could do it again? “1’d have done it sooner!”
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Other incidentswith providers,in which respondentsdescribedtakinga stand,
concernedanotherpediatrician,a case manager, IndividualHabilitationPlan (IHP)
processesand therapists. Some of theseexchangeshave been verbal, some written or
both. In a few of these situations,the interactionwas continuing’atthe time of the
inteniew. Some outcomeshave been more positivethan othersbut even where the
outcomewas lessthan desired the respondentsseemed relatively pleased W t
b d “ w e h
w a l r a c m A h w
d ie t w w

“I wouldn’tbe so bullish...I’dgive them more time to mull it over. I don’t like t be
known as bull-headed...1 shouldhave given them two times to decide insteadof one and
then gottenbullish.”

A self-advocatedescribeda very public (reportedin the media) confrontationwith the
Governorregardinga policy debateon the rightsof childrenwho are disabledto attend
the schoolof their choice. Anotherexsmpleof a public demonstrationof leadership
was describedby a parent who influenceda schooldistrictto change its practiceof
not respectingthe personalmodestyof teenswith disabilities. The incidentrevolved
arounda place for the youngsters to c h ac l of w at ha d n
i n v o lh eo wc h iN o n e t hs p e r sa t d in o c
i tp r a c tb ua c k n o w lt hi p r ep r ah b i n a

One respondentdescribedan ongoingissue at work where he is engagedin significant
riskingbehavior in arguing for the needs of his agency.

“Theywant to know why I keep bringingit up when they’vealreadytold me ‘no’. I told
them ‘because~ is the wrong answer.’ “

Severalrespondentsdescribedpresentationsthey have made to various supportgroups
usingmaterialsand ideas from Partners.

The respondentwho had earlier indicatedthat prior to Partnersshe had not thoughtof
herselfas a leader describedinexperience within her church. Frustratedfor some
timewith what she perceivesas insensitivityto minorities,to women and to children
with specialneed”s,she recentlyconfronteda cler~an and expressedher concerns.

“He said he appreciatedthat and that they need to know that. I wish he were higher up
and could make changes...1 never would have done that before...1 was always afraid to
make noise...1 have to start talking..stand up for my own rightsand children’s.
children are as good as anyone’s!”

These descriptionsof leadershipexperiencesare primarilywithout a “followership”
component. Yet in most cases the respondentsbelieve that they either impartednew
knowledgeto a group or influenceda providerto behave differentlyat least in a
particularsituation.

What kinds of changes did respondanes see in themselvesas a result of their
participationin Partners in Leadership?

“I’mmore selectivenow about who I spend time with...I’m tired of hearing people say
‘Youshouldn’thave done that.’ I feel less confused.”
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“I feel less changed th n strengthened.”

“I felt sorry for mysel~..now I realizeyou just work around the languageand the
disabilities...If I don’t do anything,nothing’sgoing to get done.”

“I neverembracedchangeeasily...now I seechangemorepositively...I’mtakingmore
risks...“

“I’mmore able to accept conflict...I’mstillpracticingbut I’m more willing now to go
throughconflict. Partnersgot me thinkingdifferentlyabout fightingfor the rights
of people.”

‘I used to be reallyshy...(a member of her supportgroup) told me I’m not the same
person I was. Most importantI went from thinkingof my son as a handicappedchild to
a mischievouslittlemonsterwith some physicallimitations.”

4.4 RECRUITMENTAND SELECTION

4.4,1 Year One

RecruitmentforYearOne was conductedstate-wide.Fortyparticipantswere selectedon
thebasisof theirwrittenapplications.Twenty-fiveof thesewereparentsof young
children,15 wereself-advocates.No pre-screeninginteniewswere conductedpriorto
acceptance.

Aroundhalf of the participantswere recruitedpersonallyby facilitators,therapists
and/or individualsin supportand educationalgroups’such as PEP and PEAK. Others in
the Year One samplesimply respondedto one or more Partnersin Leadershipbrochures
receivedin the mail.

4.4.2 Year Two

As a resultof the relativelylow participationof minority individualsin Year One,
criteriafor selectionin Year Two includeda “2X” factorwith respect to minority ‘
applicants. (Thismeans recruitingtwice the proportionthat exists in the actual
population.) This requirementby fundingagents is intendedto assure a significant
level of ethnicdiversityin additionto geographicdiversity;a mix of parents and
self-advocates;and representationof a wide range of disabilities. A relativelyequal
proportionof men and women is also a goal.

The selectioncommitteemadetheirdecisionsfromreviewingwrittenapplications.No
pre-screeninginterviewswere conducted.One couplewas includedamongthe
participants.

A largerproportionof YearTwo participantshad, in additionto themailedbrochure,
personalor telephonecontactwith’someonewho discussedtheprogramwith themand/or
encouragedthemto apply. In somecases,respondentshad contactwith a Year One
participant;in others,a careor senice providerinformedthemabouttheprogramand
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encouragedtheir applications. Several individualswere contactedby more than source.

One parentparticipantwas approachedwith his wife at a meetingby an ACL board member
who gave them the brochureand encouragedthem both to completeapplications. They did
so, assumingthat if they were selectedthey would attendas a couple. However,only
he was selected--probablyas a result of the p need to recruit a higher
proportionof minoritymales. The child with specialneeds is his step-childand while
the respondentexpressesboth concernand affectionfor her he was also clear about the
fact that he is a step-fatherwho has been involvedwith the youngsterfor under three
years. He believes stronglythat, if only one of them could participate,it should
have been the child’smother.

“Shewas disappointedshe didn’t get in..sheshouldhave been there...we discussedthat
a lot..guess they neededmen...Itwas benefiting in a sensebut it could have been
great for her. Thosespeakers--she could have learnedfrom them.”

This participantwas one of WO who did not finish the program. indicatedthat he
never decided to drop out.

“It just kind of happened. My intentwas there..they just made the wrong choices...It
shouldhave been my wife.”

Anotherparticipantwho droppedout did so becauseof an apparentmisunderstandingof
theprogram’srequirementsand a conflictwith her workschedule.Sheworksevenings
and couldnot rearrangeher scheduleto accommodatethe Fridayeveningsession. It
wouldappearthat,in theirenthusiasmto haveher in theprogram,the individuals
recruitingher overlookedthisconflict.

4.5 WHATSHOULDCHANGE?

4.5.1 Year One

Respondentswere the most concernedabout the failureto keep the group connectedwhen
the first year ended.

“Keepus involved”.

“I wish we could get togetheragain. We planned on a newsletterbut it never
happened.”

“Myunderstandingwas that part of the philosophybehind partners is to establishat
the grassrootslevel a potentialnetwork of folks throughoutthe state who can be a
source for rallyingaround issues...“

“Keepingthe grouptogetherwithsometakingleadershiproleswouldhavebeenuseful.”

Respondentsalsoexpresseda needformoreunstructuredtimeand more timeto speak
withone another.

“The pace was rough.”
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Kathryn A. Peterson
2194 St. Anthony
St. Paul, MN 55104

May 8, 1992

Woman’s Day
Rebecca Greer
1515 Broadway
New York, NY 10036

Dear Ms. Greer:

I w s e a T
F W y c p

“ P W ~ M p
s i a a a c

u m

Diabetes has been with me since I was a teenager and I am now
in my forty’s. Thirteen years ago I lost my sight to the
disease. Within the last five years, I have lived on dialysis
and have received a kidney transplant. Most of my movement,
is in a wheelchair, due to nerve damage in my legs. The
manuscript, “I STILL DANCE”, reflects on my life of coping with
diabetes and its complications. It is a hard look at the
realities of living with handicaps and about drawing on whatever
resources one has, in order to deal with them. It is also a
look at sorting out what is important in life.

This information is being provided with the thought that you
might be interested in serializing the entire bookr or selected
chapters. I believe the material to be of interest to women
in particular and that your magazine would be a good vehicle.

I am h a pt s ec o m pc h a pb w a y r
a ni n d i c ao i n t e rT hy f y c o n

Sincerely,

Kathryn A. Peterson
(612)644-0231



“If you’re reallytrying to get this networkgoing...a littlemore time is really
importantfor people to share their stories..our lunchesalways got cut into..we
alwaysendedup working during our lunches...“

“Shouldhave had sevenmeetingsinsteadof six and the last one would have been just to
have..just to interactwith each other...moreone on one time...I needed to know more
peoplebetter.”

Severalindividualsbroughtup the possibilityof includingcouplesin Partners. One
fatherbelievehe changedthroughthe”Partnersexperienceand it is a disadvantagethat
his wife missed out on it. Two mothers indicatedthat they seem to carry a larger
share of the advocacyburden becausetheirhusbandswere not with them in Partners.

‘I wish my husbandhad gone,..this was reallya loss for him. He relies on me a lot.
They need a Partnersin Leadershipfor couples.”

Theserespondentswereessentiallyawareof the issuesinvolved,includingthe
importanceof room-matesand the need to reach out to a m p ea p o
N o n e t h e lt hb e l i et h eo e x p ew oh b m b eh
t h eg o nt h r oi w it h es p o

Some respondentsalsoalludedto a needto introduce“normalcy”intotheirlives. One
womandescribedhow shehad recentlyreducedhervolunteeractivitiesthatrelateto
thedisabilitiesmovementandhad joineda women’schurchgroup. A male respondent
agreedwiththeneedto do this. Anothermother indicatedthat she does not wish to
limither associationsto peoplewith disabilitiesor parents of childrenwith
disabilities,saying ‘a lot of peopleget into that sort of thing”.

4.5.2 Year Two

A major change from Year One to Year Two was thereductionof lecturetime and the
increaseof experientialactivities. Journalentriesand written evaluationsindicate
that participantsrespondedwell to these activities. One participantsaid succinctly,
“I learnby doing”. The collaborativework groups,writing letters to one’s state
senatoror representativeand role playingtestifyingbefore a legislativecommittee
all appear to have been very worthwhileactivities. One participant,who has since
actuallytestifiedbefore a legislativecommittee,commentedthat the atmospherewas
exacrlythe way it was portrayedin the role play. Another,however, reported that the
actualatmospherewas more difficultthan the role playinghad depicted.

One respondentwould have preferredto have more ‘sayso”with respect to the
collaborativework groups. She wonders if it would be beneficialto have the group
choose their own topic as opposedto having one assigned. She also posed the
possibilityof the group’sselectingtheirown facilitator. She is nonethelessaware
that if she had been able to chooseher own role she would not have selectedthe one
she was assigned--one from which she admits she learneda great deal.

Some respondentsexpresseda need for more unstructuredtime.

“You get so much you’re not absorbingit anyway..*(YOU need) time j~q~ to sit.”
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This respondentsaw the provisionof more free time as “modelingtaking
yourselfand your own needs” which is somethingshe believes Partnersshould includein
its curriculum. In additionto this she would like to see parentsof youngchildren
understandhow to put equalemphasison the siblingswithoutdisabilities.

“Thehandicappedchildshouldn’talwaysbe central-.eve~one has specialneeds. Young
parentsshouldunderstandthe impacton siblingsof having a child with disabilities.”

It would seem that this concern is anotherfacet of the concern that was expressedby a
few Year One participantsfor introducing“normalcy”.

Therewas one couple in the PartnersTwo group. While this couple has a higher than
averagedegree of communityinvolvementand experience,it is interestingto note that
theyboth feel stronglythey “couldnot have gone throughthe program alone”. They
supportedeach other in completinghomeworkassignments,discussingtensions,etc.
The most interestingaspect of their experienceis that they shifted their own position
from wanting to segregatetheir child to c m h c a
d r of their participationin Partnerslhas had a major impacton their
sociallife,particularlyaffectingtheir interactionswith other familieswho have
disabledchildrenand have opted for segregatedfacilities. Both individualsbelieve
that there is littlelikelihoodthat they would have made and acted upon this decision
if only one of them had participatedin Partners.

Facilitatorresponsesto the conceptof includingcouplesare mixed. Some would like
to cry addingmore coupleswhile one sees it as a “distraction”. There is a“concern
that addingmore coupleswould make the atmosphereless welcomingto self-advocateswho
are typicallysingle.

Both participantsand facilitatorsbelieve there’sa need to strengthenthe
facilitationof self-advocateparticipation. While facilitatorssaw a major
improvement in this from Year One, they still expressedconcern. One facilitator
commentedthat self-advocates’needs are differentthan those of the parents at the
beginningof the program.

“They (the self=advocates) have lower self-esteem.”

Facilitatorsalso expressedconcernabout the closing

“The part we’re really missing is tying it together.”

session.

They recalled one participant, at the closing session, asking, What do I do now?”

It is apparent from both facilitators’ commentsand what the evaluation team obsemred
that the facilitators also have needs and these needs have an impact on the program.
No formal training in facilitation has been provided for this group and some of them
had no previous experience in group facilitation. One facilitator called the
experience ‘trial by fire”.

Facilitators expressed needs for techniques to draw out quiet participants, deal With
individuals Whomonopolize the discussion and handle hostile participants. They also
believe that some grounding in group process would have enabled them to be more aware
of what to anticipate in the collaborative groups and to handle pressure from group



memberswho objectedto theirassignedroles,case assignments,etc.

Facilitatorswould find it useful to have more time to de-briefd ut s e
T h ea l sb e l it hc o ub m oe f f ei t hr e cc oo a m
t h ap a r t i c i pr e c e ia ri n f oi a d vo a ga o c ha
r e c e ib r is u m m ao p a r t i cj o ue n ta o ti ne v
a c t i v i t i
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5.0 CONCLUSIONSAND RECOMMIZNDATIONS

Partnersparticipantsfrom both years expressa significantamount ,ofenthusiasmfor
theprogram.Mostbelievethattheybenefittedfromtheirparticipationand describe
subsequentactionsand activitiesthatexemplifythosebenefits. Likethe literature
thatexploresthefield,participantsperceiveleadershipin multipleways--bothin
generaland in termsof theirownbehavior’.Manyparticipants&fine theirenhanced
leadershipby describingincreasedorganizationalparticipation,more assertive
behavioror simplyhaving a clearersense of one’s own situation.

As the evaluationteam pointed out at the onset of this study, it iS very early in this

program’sdevelopmentto assessoutcomes. Are Partners participants h a impact
on “the syscem”? In a few cases the answer is yes. The parent who has convinceda
public schooldistrictto developa program to help 19 to 21 year-oldsmake their
transitionhas had an impacton that particularsystemas has the parent who has
succeededin makingher child’spre-schoola more integralpart of the public schoolin
which it is located.

Has a parentwho convincesa physicianthat it’s time to ado it her way” made it any
easierfor the next parent who believess/he knows what is reallybest for the child?
Possibly--butwe have no way of knowingor measuringthat. Has that action had a
positiveimpacton the child and the family? Definitely. Might this same parent take
some action in the future that will have a broader impact--and will that be the result
of her participationin Partners? Very possibly.

Newspaperarticles,organizationalmailingsand lettersto editors certainlyconfirm
that a number of Partnersgraduates--particularlyfrom Year One--areactive. It iS
interestingto note that more Year One graduatesreportexperiencesthat require a
degreeof “followership”,indicatingperhapswhat one might expect to see from Partners
Two graduatesgiven more time. Researchon adult learnersshows that adults prefer
‘handson” learning. Therefore,one can assume that each post-Partnersexperiencewill
furtherthe individualdevelopmentthat occurredduring the program and that each step
will lead to another.

Thereare action+the coalitioncan take that the evaluationteam believeswill enhance
the programand increaseits impacton the participantsand their impact on others.

5.1 RECOMMENDATIONS

Follow-upactivitiesare extremelyimportant,from both the emotiowl and
educationalpoints of view. The evaluationteam is aware that Partners is not
meant to be an ongoingsupportgroupnor is it recommendedthat it shouldbecome
one, in spite of reactionsof some participantsto the contrary. (One person
stated “I want to stay connectedforever”.) The program’svery intensity
requiresthat it shouldnot simplyend. Periodicfollow-upis required to meet
participants’needs for some ongoingcontactand to enhance the possibilitiesof
participantshaving positiveimpactson others;on organizationsand agencies;
and on their communities. Concreteplans for at least one activity shouldbe
made and presentedto each group before It disbands. This step may be even more
importantfor the self-advocatesin the program than it is for the parent
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participants.

The need for some kind of continuingcontactrelatesdirectlyto one of the major
themesof Partners--buildingcommunityand supportsystems. “Giventhe relatively
brief (but intense)interactionsparticipantshad with each other, some longer
term relationshipbuildingis important.Also, abrut3%transitionsof any kind
tend to result in reactionsof shock, denialand immobilization; this iS
negativereinforcementfor someparticipantswho may havejustbegun to learnhow
to reach out to others.

Follow-upreinforcementis a part of the learningprocess. Many Year One
participantsnoted a “dip” or plateauingof their activitiesand understanding
immediatelyfollowingthe close of the formalprogramwhich shifted after a few
months. Follow-upcontactwithina briefperiodafterthe formalprogram’s
conclusionmighthavealleviatedthis.

Group facilitationis a significantelementof the Partnersprogram. Its
importancehas increasedin the secondyear with the introductionof more small
group learningactivities.

Facilitatorsare not only key playerswho enable the entireprocess but they are
also role models; leadershipfrequentlynecessitatesgroup facilitationin order
to accomplishone’s objectives.

Given theirminimalexperienceand lackof formaltrainingYearTwo Partners
facilitatorsperformedadmirably.However,theirimpacton participants’
developmentcouldbe greatlyenhancedwith theprovisionof in-servicetraining
bothpriorto theonsetof PartnersThreeand throughouttheyear.

We recommenda one-&y trainingsessionbefore the first weekend of Partners
Three and two to three half-daysessionsduring the program year. These half-day
sessionswould enable facilitatorsto bring specificsituationsto the trainer
and the group for guidance. A portion of each facilitatortrainingsession could
be concentratedon ideas for better meeting the needs of the self-advocates.

Facilitatortrainingshouldalso address the distinctionbetween facilitation
with a therapeuticfocus and that with an educationalfocus. Participants
frequentlyhave needs in ~ areas; consequently,it is @ortant that the
facilitatorsare clear about the distinctionand can help groups and individuals,
who are strugglingwith both theseneeds, to separatethem and to develop
strategies”to address them--both within and outside of the Partnersprogram.
Severalparticipantsnoted that they were strugglingfeelingsof depression,
guilt and anger. If not addressedwithin the context of Partners,these feelings
can preventparticipantsfrom fully benefiting from the program’seducational
focus.

Otherissuesrelatedto facilitationincludeassistingfacilitatorsin
identifyingtheirownneedsand issuesthatmay be triggeredby the programand
providingadequatedebriefingand alonetimeimmediatelyfollowingsessions.
Facilitationis a highlydemandinpskillwhichrequiresrecoverytime.
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It is also importantfor facilitatorsto be fully Includedas program staff,
receivingcopiesof mailings,being informedin advance of agenda changesand
receivingongoinginformationabout the resultsof internalevaluation
procedures.

., Coordinatorsand facilitatorsmightfindit beneficialto exploresomeof the
literaturediscussedin Section3.0. We recommendparticularly“Group
Developmentand SituationalLeadership:A ModelforManagingGroupsN from the
June 1986 issue of the Trainingand Develomnent Journal and ~
Guide for GrOUD Leadersby Guthrieand Miller.

% p t d e l o d
a p h p s c i

Suggestionsfor additionalrole playing situationsinclude:

. self-advocatesinterviewingpotentialattendants;

. schoolor agency staffings;
both parent and self-advocateinteractionswith physicians,therapistsand
other care-givers;
a parent-teacherconference;
dealingwith family differencesand tensionsrelatingto therapy,educationand
employmentdecisions.

Role p a r b m s c
m t c p p p w

writtenand verbal skills are not strong. Role playing experiencescan prove
very useful for individualswhen they subsequentlyencountersimilar situations.
Participantinteniews indicatethat some of these suggestedrole playing
situationsare the situationsin which participantswill try to use leadership
skills.

In addition,if it’s consideredimportantto increasethe “ripple”effect,which
occurs as participantspresent the conceptsthey gained in Partners to other
groups,it would be importantto give the participantsample opportunityto
‘perform”before either small groupsor the total group.

e t b w u c f f
v p used in the program. For example, is the speaker

primarilyinspirational?a role model? impartingspecificskills?presentinga
differentpoint of view?

When this determinationis made, this frameworkcan be includedas part of the
presenter’sintroduction,helping to clarifythe participants’expectations.This
is particularlyimportantiiithe early sessionsof the program. This framework
also suggestswhen, in the sequenceof sessions,the presentermight best be
used. For example,using a presenterwith a differentor o viewpoint
early in the process tends to confuseparticipantswho may not yet be
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sufficientlyclearabouttheirown values and o e i a d
e t i r “ O v i

w p t t S t v w p
e w s p r s b a r t b
to hear anotheroption.

D r
i t

* Some brief periods of

of p v p
timingsuggestedhere is important.

unstnctured time shouldbe carefully
programthroughouteachweekendsession. The intensityof

arevery consistent

builtintothe
the schedulecanbe

ove~helmingfor theparticipants--particularlyin thebeginning.The
respondent’ssuggestionthatPartnersneedsto helpparticipantslearnto take
careof themselveswas verysignificantand is partandparcelof the comments
frompeoplewho were reducingtheirvolunteeractivitiesandwho were tryingto
introduce“normalcy”intotheirlives. The respondentwho saidif she couldlive
her leadershipexperienceall over a gs w o uh w os m a
d e s c r ihow she made herself and her family “crazy”is another example of the
issue.

The program tends to model a sense of continuous“urgency”which participantsmay
be takingback into their lives. While such a sense is often expectedof
individualswho advocateeither for themselvesor their children,it has
significantnegativeconsequencesin terms of sustainingefforts and in terms of
both personaland familywell-being. Individualsand familiesneed to developa
sense of balancewith respectto these activities.The Partnersprogram can
introducethis conceptboth in infoxmalconversationand in the model that is
consciouslypresented.

... Meals can be used to facilitateinteractionamong a variety of different
groupings. For example,at one meal participantsfrom a particularcounty or a
particularpart of the state can be seated together. These individualscan
create their own agenda for their informalconversation. Simply eating together
once or twicemight enable them to create their own links once the formal
traininghas ended.

+ A numberof issuesrelateto therecnaiaentand selectionprocess. In
actuality,theprocessinYearTwoworkedrelativelywell. Forty-two
participantswere selectedand thir~-ninegraduatedalthoughone of the
graduatesbothhad and causeda greatdealof difficul~at certainpointsin the
program.

During a Family SupportTAG meeting in April, a suggestion was made to move the
deadlinefor applicationsearlier in the summer p ro p pf
i n t e r v i et ha p p l i ca l eb t e l eW b et t
s u g g e s ts h ob f o l la t hi t f us t o i nw
p o t e n tp a r t i c is h ob f ui n c o ri t s ep
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We also suggestthat the “2X” factorbe carefullymonitored. Diversityis very
important. However,it is possiblethat a rigid impositionof these selection
criteriacan be damaging. While we do not recommendthat the selection
committeeshould “cream”,acceptingonly those applicantswho are highly likely
to succeedunder any circumstances,neitherdo we recommendacceptingindividuals
who fulfillcertaindemographiccriteriabut whose chancesfor success in the
programare minimal.

5.2 ONGOINGINTERNALEVALUATION

An effectiveinternalevaluationfor Partnersin Leadershipshould includeboth short-
term and long-termcomponents. The short-termresearchshouldhelp those implementing
the programto assessthe immediateeffectivenessof each individualtrainingsession
and then, later,the year’s programmingas a whole. Long-termevaluationcan assess
what longitudinalimpactthe programhas had on the behaviorof a sample of
participantsfrom each year.

5.2.1 SHORT-TERMEVALUATION

The team believesthat elementsfor short-termevaluationare already in place and can
be used on an ongoingbasis with some modifications. These include:evaluativejournal
entries; facilitatordebriefingsessionsboth duringand after sessions;telephone
conversationswith individualparticipants;a group discussionabout “how the program
is going”during the third or fourthsession;and written evaluationsby participants
at the conclusionof the final session.

A major changerecommendedfor futureyears with respectto internalevaluationis that
the data collectedneeds to be regularlysummarizedand sharedwith all staff. The
team realizesthat readingeach evaluativejournal entry,and analyzingand summarizing
the contentfor distributionto all the coordinatorsand facilitatorsis both difficult
and time-consuming.However,the informationcollectedwill ~ be useful if those
directlyinvolvedwith implementingthe sessionsare aware of it. This is also true of
the telephonecontactswith participantsthat occur after each session.

The homeworkassignmentfor evaluativejournalentriesshouldbe given regularlyat the
close of ~ sessionwith emphasison the fact that these entriesare used to help
assessthe sessionrather than theirparticipation. Whether or not participants
includetheirnames on these assignmentsis up to the programcoordinators.
The team suggeststhe followingformatfor the journal entries:
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willing to speakwith you on the telephonethree times, for around 30 minutes
each time,beginningthis month and then six-monthintenals. If s/he is
willing to participate,make an appointmentfor the first telephoneintemiew
within thatweek. ,,

III. Follow the same process in the Fall of 1992 for Year Three participants. In
order to avoidhaving to conducttoo many interviewsat once. it may be advisable
to contactYear Three participantseithd the month prior to or the month
followingthe final set of Year Two intemiews.

A suggestedinterviewguide follows. Partnersin
and thosewho actuallyconduct the inteviews may
for the secondand third inteniews.

Leadershipcoordinators,facilitators
find the need to modify this guide

,, ....,
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PARTNERSIN LEADERSHIP
INTERNALEVALUATION

RECOMMENDEDINTERVIEWGUIDE

INTRODUCTION

EKPLAINPROGRAMEVALUATIONEFFORT. EMPHASIZETHE NEED TO LEARN ABOUT PARTICIPANTS‘
EXPERIENCESAND THEIR THOUGHTSAND FEELINGSABOUT THOSE EXPERIENCES. THERE ARE NO
RIGHT OR WRONG ANSWERS. THE PRIMARYFOCUSISTO LEARN WHAT KIND OFIMPACTPARTNERS IN
LEADERSHIPHAS HAD ON PARTICIPANTSOVER TIME. EACH PERSONWHO IS INCLUDEDIN THIS
ASSESSMENTOF THE PROGRAMWAS SELECTEDRANDOMLY.

CURRENTSITUATIONS

LET’SBEGINWITHDISCUSSINGWHATYOU’REDOING mEsE DAYS. I’M INTERESTEDIN LEARNING
ABOUTYOURFAMILY,YOURWORK (IFYOU’REWORKINGOUTSIDETHE HOME)AND ANY COMMUNITY
ACTIVITIESTHATYOU MIGHT BE INVOLVEDIN.

LEADERSHIPEXPERIENCES

CANYOU THINKOF ANY TIMESIN THE PASTFEWMONTHSWHEREYOU THINKYOU
(DEMONSTIWTED/DISPLAYED/EXHIBITED)LEADERSHIP?(ALTERNATIVE:CANYOU THINKOF ANY
TIMESIN THE PASTFEWMONTHSWHENYOU THINKYOU WEREA LEADER?)

CAN YOU DESCRIBEWHAT HAPPENED?

(PROBEAS APPROPRIATEFOR DETAILS:)

WHEREWEREY
WAS INVOLVED?

WHAT DID YOU DO? .
WHAT DID YOU SAY?
WHAT DID OTHERSDO AND SAY?WHATWAS THE OUTCOME?
HOW DID YOU FEEL ABOUT IT AFTERWARDS?

WHAT IS IT ABOUTTHISPARTICULAREVENTTHATMAKESIT STANDOUT FORYOU?



DO YOU THINK YOUR EXPERIENCEIN THE PARTNERSPROGRAMMADE ANY DIFFERENCEIN THE WAY YOU
ACTED IN THIS PARTICUMR SITUATION?

(PROBEAS APPROPRIATE:)

CAN YOU TELL ME WHY NOT?/HOWDID IT MAKE A DIFFERENCE?

HOW DO YOU THINK YOU MIGHT HAVEACTEDIN T SITUATIONIF YOU HAD NOT PARTICIPATEDIN
PARTNERS?

CLOSURE

IS THEREANYTHINGELSE YOU’D LIKE TO SAY OR ANYTHINGYOU’D LIKE TO ASK ME?

THANKRESPONDENTFORHIS/HERTIME;REMINDRespondentYUiJ’LLBE CONTACTINGHIM/HERAGAIN
IN ABOUTSIXMONTHS;ETC.
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1.

2.

3.

4.

5.

6.

7.

8.

9.

INTERVIEWERGUIDELINES

WHEN YOU MAKE THE FIRST CONTACT,BEGIN BY INTRODUCINGYOURSELF (OR RENEWINGTHE
ACQUAINTANCESHIP)AND DESCRIBINGTHE STUDY.

EMPHASIZETHE IMPORTANCEOF THE RESPONDENT’SPARTICIPATIONAND HOW MUCH YOU
APPRECIATEHIS/HERWILLINGNESSTO HELP.

WHEN CONDUCTINGTHE ACTUAL INTERVIEW,TAKE AFEWMINUTESTOWARM UP THE
RESPONDENTWITH SOME CASUALCONVERSATIONOR SMALLTALK.

USE TRANSITIONSTO KEEP THE INTERVIEWFLOWING. FOR EXAMPLE,“NOW I’D LIKE yOIJTO
THINKABOUT”OR “NOWWE’RE GOING TO SHIFT GEARS A LITTLEAND TALK ABOUT ANY
LEADERSHIPEXPERIENCESYOU MIGHT HAVE HAD RECENTLY.”

BRIDGEQUESTIONSBY PICKINGUP ON IMPORTANTPOINTS FROM THE PREVIOUS
CONVERSATION. FOR EXAMPLE,WHEN TELLINGYOU WHAT S/HE IS CURMNTLY INVOLVEDIN,
THE RESPONDENTMAY HAVE ALREADYTOUCHEDON A LEADERSHIPEXPERIENCE. “YOU’VE
ALREADYTOLD ME A LITTLEABOUT A RECENT EXPERIENCEWHERE YOU DEMONSTRATED
LEADERSHIP. I’M REALLY INTERESTEDIN HEARINGMORE ABOUT THAT.”

PROVIDEFEEDBACKTO THE RESPONDENT. “THAT’SREAILYUSEFUL INFORMATION.”

IF YOU DON’TUNDERSTANDSOMETHING,ASK. “I’D LIKE TO BE SURE I’VE GOT THIS
RIGHT.”

AVOID LEADING,SUGGESTINGOR DIRECTING. LET THE WORD, CONCEPTOR IDEA COME FROM
THE RESPONDENT.

STAY NON-JUDGL=AL. LISTENATTENTIVELY,TAKE NOTES AND TAKE CARE NOT TO OFFER
YOUR OPINIONS.

PROBESARE USED FOR ELABORATIONAND CLARIFICATION. “TELLME A LITTLE MORE ABOUT
THAT.” “PLAYTHAT THOUGHTOUT A LITTLEMORE.” “ANYTHINGELSE ABOUT THAT?”
“THERE’SNO RUSH--TAKEYOUR TIME.”

ANOTHERTECHNIQUEFOR BEING CERTAINTHAT YOU UNDERSTANDTHE IMPLICATIONSOF WHAT
A RESPONDENTHAS SAID IS TO REFLECTBACK OR MIRROR WHAT YOU THINK YOU HEARD,
USING THE RESPONDENT’S WORDS OR PHRASEOLOGYRATHER THAN YOUR OWN. “I THINK WHAT
I’M HEARINGISTHATPARTNERS MADE ADIFFERENCEINTHE WAYYOUHANDLEDTHIS
SITUATIONBECAUSE...” THIS OFTEN H R E F
W H I

This type of interviewis referredto as a semi-structured,open-endedinterviewwhich
requirescontentanalysisrather than statisticalanalysis. Interviewersshould spend
significanttime learningthe interviewguide and practicingit (possiblyon each
other)prior to conductingthe first actual interview.

64



During the final sessionof PartnersThree, it would be helpful to inform the group
that some of them will be randomlyselectedto participatein the evaluationeffort.
It could be useful to request all of them to keep a “log” of their various interactions
and activitiesin which they believe they demonstratedsome degree o,fleadership. Such
a log will help them to monitor their own progressand will better enable the
participantssampledto recall their activitiesat the time they are interviewed.

The evaluationteam believes that the combinationof
will enablePartnersto carry out a useful, ongoing,

actions describedin this section
internalevaluation.
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APPENDIXB
PARTNERSIN X.XADERSHIPPROGRAMEVALUATION

YEARONE PARTICIPANTINTERVIEWGUIDE
WINTER1990-91

INTRODUCTION

Explainpro~ram evaluationeffort. Emphasizethe need to learn about participants’
experiencesand our interestin their thoughtsand perceptionsabout those experiences.
There are no right or wrong answers.Stress confidentiality(givenlimitationsof the
group interview). Explainwhy tape recorderis useful.

CURRENTSITUATIONS

Let’sbegin with discussingwhat you’re doingnow. Tell

Ask permissionto tape.

me about your family,your work
(ifyou’~eworkingoutside-thehome},and anyvolunteeractivitiesthatyou mightbe
involvedin. (PROBEfor detailsaboutfamilysituation,levelof involvementin
workplaceandlorcommunity activities,etc.)

HISTORYWITH “PARTNERS”

How didYou originallybecomea participantin PARTNERSIN LEADERSHIP?DescribewhatYOU
remember
whatever

Whenyou

DidyOUZ

about ;hat process--how-youfirst learnedabout the program,who contacted you--
you recall.

first appliedfor PARTNERS, what did you expectto gain from it?

expectationschangeat all duringthe year? How?

LEADERSHIPEXPERIENCES

Hov would you describew m a l W k w a
to your mind when you think of the word ‘leadership”?

Can you think of any times in the past six to twelve months where you think you
(demonstrated/displayed/exhibited)what you would call leadership? (ALTERNATIVE: Can YOU
thinkof any times in the past six to twelvemonths when you think you were a leader?”)
Can you describewhat happened? (PROBEfor details: Where were you? Who was
involved? What did you do? What did you say? What did others do and say? What was the
outcome? How did you feel about it afterwards?)
Now that you’vehad a chance to thinkaboutit,what is it aboutthisparticularevent
thatmakesit standout foryou?
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Is there anythingyou would do differentlyif YOU had the chance to?

Do you think that your experiencein the Partnersprogrammade any differencein the way
you acted in this particularsituation?

Why not?/Howdid It make a difference? How do you think you might have acted in this
situationif you had not been in the Partnersprogram?

What will you say to new Partnersparticipantswhen you have the chance?

Is there anythingelse you’d like to say or anythingyou’d like to ask me?



APPENDIXC
PARTNERSIN LEADERSHIP
YEAR TWO INTERVIEWGUIDE

SPRING,1991

Explainprozram evaluationeffort. Emphasizethe need to learn about participants
experiencesand our interestin their thoughtsand perceptionsabout those
experiences. There are no right or wrong answers. Stress confidentiality(given
limitationsof the group intemiew). Explainpurposeof tape recorder. Ask
permissionto tape.

CURRENTSITUATIONS

Let’s startwith hearing aboutwhat you’re doing now. I’m interestedin knowing
aboutyour fsmily,your work (ifyou’reworkingoutsidethehome),and anyvolunteer
activitiesthatyou mightbe involvedin.
PROBEfordetailsaboutfamilysituation,typeof work,levelof involvementin
workplaceand/orcommunityactivities,etc.

HISTORYWITH PARTNERS

How did you originallybecome a participantin PARTNERSIN LEADERSHIP? Describe
whateveryou rememberabout that process--howyou first learnedabout the program,
who contactedyou--whateveryou recall.

PROBEfor detailsaboutdecisionto apply. Were theyencouragedbyanyone? Was it
an independentdecision?Etc.

When you firstappliedforPARTNERS,whatdidyouhope/expectto gainfromit?

Was youractualexperiencein PARTNERSdifferentfromyour expectations?How?

Would you say that PARTNERSmet your expectations? Why/why not?

L E

How would you describewhat it means to be a leader? What kinds of words or actions
come to your mind when you think of the word “leadership”?

Do you thinkyourideasaboutleadershiphavechangedat all duringthe tineyou’ve
beenparticipatingin PARTNERS?How?

Have you ever thoughtof yourselfas a leader--eitherbefore you began to
participatein PARTNERSor after?
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Were there any times in the Dast (beforePARTNERS)’whenyou think you were a leader?
Is there one event/experiencethat stands out in your memory?

Can you describewhat happened? PROBES:Where were you? Who was involved?What did
you do? What did you say? What did others do and say? What was the outcome? How
~id you feel about it

What is it about this

Now that you’vehad a
differently?

afterwards?

particularevent/experiencethat makes it stand out for you?

chance to think about it, is there anythingyou’d do

How about sinceyou’ve been in PARTNERS? Have therebeen any times since you’ve
been in PARTNERSwhen you thinkyou werea leader?

Can you describewhathappened? PROBES:Wherewereyou?Who was involved?What
didyou do? Whatdidyou say? Whatdid othersdo and say? Whatwas the outcome?
How didyou feelaboutit aftemards?

What is it aboutthisparticularevent/experiencethat makes it stand out for you?

Now that you’vehad a chance to think about it, is there anythingyou’d do
differently?

Do you see any changes in yourselfas a result
you describethose changes?

Were there (other)changesyou hoped to see in

ATTITUDESTOWARDPROGW

If you were in charge of the
PROBES:Would it differ from

y oh a c t

t a e you’d

PARTNERSprogram,
the program as it

of participatingin PARTNERS? Can

you that you don’t see?

what kind of program would it be?
is now? How?

to next year’s participants,what will you say to them?

like to add or anythingyou’d like to ask me?



APPENDIXD
PARTNERS-IN-LEADERSHIP

YEAR TWO INTERVIEWGUIDE B
SPRING,1991

INTRODUCTION

Explainprozra~ evaluationeffort. Emphasizethe need to learn about @J_
participants‘ experiences,includingthosewho chosegot to stayin theprogram.
Explainour interestin theirthoughtsandperceptionsabouttheirexperiencesand
thatthereare no right or wrong answers. Stressconfidentiality. Explainwhy tape
recorderis useful. Ask permissionto tape.

CURRENTSITUATIONS

I’m really interestedin the thingsyou’re doing these days. Tell me about your
family,your work (if you’reworking outsidethe home) and any other activitiesthat
you might be involvedin.

PROBE for detailsabout family situation,typeOf work, level of involvementin
workplace,communityactivities,etc.

HISTORYWITH PARTNERS

How did you originallybecome a participantin PARTNERSIN LEADERSHIP? Can you
describewhat you rememberabout that--howyou first learnedabout the program,who
contactedyou--whateveryou recall?

What made you decideto apply to PARTNERS? PROBE for informationon the decision-
making process. Was it an independentprocess? Did anyone encourageor try to
persuaderespondentto apply?Etc.

When you first appliedfor PARTNERS,what did you expect/hopeto gain from it?

Did the programmeet those expectations? In what ways did/didn’tthe programmeet
those expectations? How was your actual experiencein PARTNERSdifferentfrom your
expectation

BARRIERSTO CONTINUEDPARTICIPATION

Why did you decideto leave the program?

When you decidedto leave the program--had you thoughtabout leavingfor a long
while or did you make the decisionfairly suddenly?

Do you recallwhat finallyhelped you decide to leave the PARTNERSprogram? Can
you describewhat happened?
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Did you discussyour decisionvith anyone? Who?

Hov did you feel vhen you left the program?

Hov do you feelabout it nov?

Can you think of any changes,eitherin yourovn 1:
haveconvincedyou to stayin theprogram? PROBE:-c:-
circumstancesthatmighthave facilitatedresponder-— 7

If you were in charge of a programlike PARTNERS,z n
be? PROBES: Would it differ from the programas
vould you make?

BENEFITS

Do you think you gained anythingfrom your partici-~J
gain? PROBE for details.

Were there thingsyou hoped to gain that you didn’-

1s there anythingelse you’d like to add or anyth~z
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:****************************************
* *

ALABAMA PIP POST-GRAD SURVEY *-
~ N.D. - Received prior to 1992 Academy ~
*****************************************
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*****************************************
*
*
* ALABAMAPIP GRADUATEACTIVITIES;
~ N.D. - Receivedprior t 1992Academy~
*****************************************

THE ENERGY, POWERAND
OUTREACH OFP.I.P.A.
CLASSOF 1990-1991

I.

2.

3.

4.

5.

6.

7.

8.

9.

10.

II.

Over64newsarticlesgeneratedacrossthe state.

Over58 televisionand radiopr~grarns.

Over19presentationsat conferences.

9 Universitylevelspeakingengagements.

Over32 appointmentsto committees,commisswns ortaskfoms.

Over450 lettengeneratedtopolicymakens.

Over11testimoniesat coun~, stateandfederal hearings.

Over235penonalvisitstoleg&laton.

Over5225phonecalkgeneratedto!egidatons.

Childrenin integratedenvironments.

Individualswithdisabilitiesand otherparn”cipantshave and are:
-Returningto school
-Changingjobs
-Becomingcompetitivelyemployed
-Interestedin nmningforpublic o#ice

,+,,

m4 T-



****************************************+.
*
*
* A PIP GRADUATEACTIVITIES ;
$ N.DO - Receivedpriorto 1992Academy~
*****************************************

ACCOMPLISHMENTSAND
EFFORTSOFP.I.P.A.
PARTICIPANTS:
CLASSOF 1990-1991

1.

2

3

4

5

6

z

8

9

Initiated and iknplemented3 accessibilitystudiesyieilhg dramatic
changesinaccessibilitytopublic buildings.

Developed1 localcoordinatingcouncilas relatedto P.L.99-457and many
pa~”cipatingin the oqani.zationand implementationof theseregionalcouncih.
6 individualsareholdingoftlicewithinthesecouncik.

Wrote2 grantsto meet specificneedswithinlocalareas.

Created5 suppoti and serviceogantiations to offersupporiand informationto
families ofpenons withdtiabiiities.

Involved in creatingintegrationoppomniiies withinAlabama’s day caresystem.

Involved in developmentof respitecare.

Cganued and acted as chairpersonof a statewideworkhop forparents and
professional.

Severalindividualssewingon speaken bureaufor state organizations.

Developeda statewidecoalitionforpersons with disabilitieswithinAlabama.

10. Createdand increasedemploymentoppomnitiesforpexsons withdisabilities

11. Unlimitedpenona!contacts sharinginformationandofferingsuppotito othem

12. Increased se~-esteemofpemons withdisabilitiesandparents of childrenwith
dtiabilities.

1 Effo~to infotm medicalprofessionakregardingthe needs ofindividualr with
disabilitiesand theirfamilies.

14. A tremendousinterestand”e,~o~in devetopingfamilysuppotiservicesin
Alabama.



15. Developing and disseminating a newdettertopartne~patticipnts including
activitiesand accomplkhments of individual and theit{amilies in their own
local communities,effom conductedat state andfedeml levek, andshatig
resourcesand information.

1 Hounsandhoursof workti establishinglegidationmandatbagsemicesforthree
andfouryearolds, a bill creatinga catastrophichustfhndand a bill to ~ÿ•ð
generatemoney to sustainthirjiuui

17. Partnerspamkipants:
- Have a visionfor thejimve
- JWlseek change.
-Are motivated.
-Are informed.
- WWspeak up.

TammyGothaMJacksonCounty-TfPA hasp 10ke
what it stands for. We are not just parent/friends,weare
partners. Strength comestobond,andenergizeour
capabtiiiieaofwhichwehadbutdidn’tImowwhaltodo
with.”

Jemifer,Tamm~sfouryear old daughter, has SpittaBiGda
withhydroccphaluaand patalyaiafrom thcwaist down.
children are my%feline”,thq keep me goingwhenIfeelI
can go no longer. I want both mychildren to haveequal
opportunities in life,we’vejust had to fighta little
bader for Jennifer to achicveh% and wiflhaveother
battles toconqucrin the future. Ihopetobetmrthe
qualityof lifeforallpeoplewith disabifitica,

aneaaierpathforsomeonetofollow,beingavoice
foracbildor adult whoseparents or guardiansdon’tfight
for~heirtighta.Programs,la% groups,etc. need to be
more publicizedto reach people,moatofparems receive
informationear-to-car.”

Michael (7yeara old) and Jennifer (5 years old) Gotbard

.-

7%m6 m-
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*****************************************
*
*

*
*
* TEXASPIP GRADUATEACTIVITIES ~
~ N.D. - Receivedpriorto 1992Academy~
****************%************************

Table3
AdvocacyActivitiesby Year 1 Participants6 MonthsPost

Graduation

Activity Number

Levelof contact
With nationalofficials
With stateofficials
With localofficials
No contactwith public

officials
Type of contact with public

officials
Letter
Phone calls
Office visits
Testified at public hearings
Servedon committeeor

commission
Serveon a Board

Otheradvocacyefforts
Publishednewspaper

articles/letters
Conferencepresentations
Presentationsto parent/

groups
TV appearances
Radio appearances
Other (hospitals/churches/

PTA/SchoolBoards)

291
154
62

::

17

33

26
58

11
2
21

8



k*kkkhk*3kAk*kkkk*kk*k*k*:fkA**kk*kk*k*k*****k**%**%*****k+h**k*k&k*A+kh*k*k
~ TEXAS PIP GRADUATE COMMENTS N.D. - Received prior to 1992 Academy ~
k*****k***A*k***k******k*********k**********k***********h***k***k**********

“ have been inspiredto dream
to encourageothersto dream.”

P a r t n e r si nP o l i c y m a k i n g
P a r t i c i p a n tC o m m e n t s

a 1 o i uponmy dreams,td

“Thishasbeent hemost importantthing inmylife besidesmy family. It exceede.
my expectationsby far. I learnedm t I e d o h resourcesto
keep learning.”

“The speakersvalidatedfeelingsI had inside,abouthow personswith disabilities
shouldbe treated. And thenthe taughtme how to act on thosefeelingsto secure
the rightsand responsibilitiesfor personswith disabilities.”

“Thisis an incrediblyworthwhileand valuableprogram... Our heartsare so very
full---it is difficultto expresshow this programhas literallychangedmy l .
a s readyto work hardto changethings.”

“ am overwhelmedat the opportunitiesthat this programoffers. It can onlymake
for a more responsivegovernmentthat trulyrepresentsthe needsand desiresof its
peoples.”

feel empowerednow and want to get the job done.”

“ am not afraidto ask for what not onlymy childneedsbut what otherchildren
need.”

“PIP allowedme to dreamagain---Ifeel aliveagain. I.wasoppressedby my son’s
d s 1i t1 feelfreeto liveagain. 1’11 neverbe the same.”

I wasn’texpectingthe tremendousnetworkfrom beingin this program.”

“I am a changedperson...I will,in turn,work hard to changeothers.”

‘Partnershas tau~titme so manydifferentand wonderfulthings. But I thinkthe
most importantthingI’velearnedis how one personcan make a difference---byboth
individualeffortand as a leaderof others.”

“ h c ha a o my 1ife. I c expressthat enough.”

“Partnersto me now is like I have a new familythat I can alwayscounton. Thanks
for the opportunityto be partof this.”

‘I want you to know it has changedmy life;and probablyin ways I don’t even know
yet! It has finetunedmy advocacyskillsand my skillsin dealingwith peoplein
general. I findmyselfusingtheprinciplesI have learnedin Partnersmore and
more. I havematuredpersonally.”

“Thetraininghas givenme confidenceand educatedme regardingbest practices. I
look forwardto learningmore and sharingwith others. I thankyou an~ con~}der
myselfprivilegedto havebeenselected.”

Quote fromCouncilmember,ThedaHoyt, “Partnershas changed1ivesand droppeda
pebblein the pond for the future.”

9
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‘ha Lightel

TiihLightel,Dale County-“PIPAhas
provided❑cwith informationthat has
enabledmeto help familiesrcccivemore
appropriateSCMCU,especiallyin the
area of education.”

BothofTiih’schildrcnwithdiaa-
biliticaattended VivianB.AdamsSchool
in Ozarkprior to beingmainstreamed
into pubticschools. “Iwantcd to
becomeinvolvedin PIPA to learn morq
not onlyfor the &nefit of mychildren
but others. I havemet Herd
frustratedparents of disabledchildren.
If pacwxsandschoolofficialawcrc
educatedin the appropriate programs,
the childrencouldbe better acrvcd.”

MISCELLANEOUSPAGES FROM ANNUAL REPORT

INTRODUCTION - Receivedprior to 1992Academy

PARTNERS IN POLICHW4KING OFAMAM4 (P.I.PA.) k an innovativeleademhip
trainingprogramforpenons withdevelopmentaldisabilities,parentsofyoung
childrenwithdisabilitiesand otherfamilymembem It k sponsoredby theAlabama
Governor’sPlanningCouncilon DevelopmentalDhabiiities,theAssociationfor
RetardedCit&ensofAlabama and theDepartmentof MentalHealth and Mentai
Retardation.Partnezsin Policymakingisdesignedtoprovidestate-of-the-art
knowledgeabouttisuesrelatedto disabilityand to developcompetenciesof the
participantsto becomeeffectiveadvocatesin injluencingpublicpolicyat all
levelsof government.

T orignal c oof Partnersi P ow d i 198~ underthe
directionof ColleenWIec~Ph.D., Pirectorofthekibmesota Governor-3Planning
Councilon DevelopmentalDkabilin’es,and Ed Skamuh$ Ph.D.,of the A4innesota
Depanment of Human Services.

Pa~en inP o lb a of The W I o D ( i
1989.WIDadoptedtheprogramin recognitionofittipotentialas a nationaimodel
forleade~h~training forpeople withdirabi!itiesofall ages. Withagrantfiom
theDepanmentof HealthandHuman Services,Administrationon Developmental
Dxkabiiities,WIDand theMinnesotaGovemorhPlanningCouncdon Developmental
Disabilitiesconducteda nationaiacademyto trainrepresentativesof twelve
DevelopmentalDhabilitiesPlanningCouncilsfrom alloverthe countryto enable
repiicah”on.

f\
II
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Alabama waschosenas one of thestatesto begihimplementationof the Partnemin
Policymakingphiiosophies,strategiesand methodologies. The trainingmaterial,
-strate~”esand methodologiesprovidedby W.I.D.and the MinnesotaDevelopmental
DhabiiitiesP1anningCouncilwereadaptedto meetingthe neeakofAlabama. In
making thesechanges,P.IP4 did not departfrom the on”jjna!philosophy.

I t hyearof P.I.PA., thirty-threeindividual tookpati in the trabdng
program. 7%eprojectdramatical@increasedindividualernpowennentthrough
partik~ation in !oca~stateandregonalpolicy commxksionsandtaskforces. Each
parkipantplayed an activerolein thedevelopmentofpublicpoiicy through
increasedcontactand interactionwithpublic oficiais andpoiicymakers.

Z%espiritof Pannen is in the enew, powerand outreachof eachpamkipan~ who
arefocused on the n“ghtsand abilitiesofpenons withdbabilitiesand their
families.

Withinthk reportareseiectedpam”cipantantiotes andphotographs,whichreflect
the undyingspiniand heartof thePamle~program hereinAlabama. The manyfaces
andfamiliesrejlectthejoys, the challenges,thepumits and victoriesin eve~
neighborhoodacrossthe county.

READ, ENJO~ LEARNAND EXPERIENCE THE PARTNER’S SPIRIT WITHIN
THESE PAGES.

ChrisFranks,TuscaloceaCounty-“All areas dealingwith
disabilityissuesnesd improvementsand witha lawdegree, I
hops to take an activepart in seeing thal theae policies
and improvememsare canied out. Areaa tha[ need specific
concetn are thosedealingwith employment,acceaaibilityand
education.”

ChrisFm~wife Kimand aostJudd

n%{\H 2



SharonAlbright,MadisonCounty-”1wasintcrcsmdin
participatingh PIPA bccattscthe peopleinour community
arcvety cnthttsiaaticabottt being“enabled”,however,they
lackthe togethernessone individttalwith leadership
capabilitiescould bring. Myson Nichofashas SpinaBitida,
hydrocephalusand a seizuredisorder. He willdcthiteiybc
as dependent upon tcchnologyasMr. Roberta. SO...Ifeela
newsort of inspirationto keepon movingahead;andmy
desire to havehim mainstreameddespite his functioning
Icvcl@stronger than ever. Ed Ro&tw gavemesomeideas
on howto do it. Partnets isworthcvctyccn~to refundit.
Two thumbsup!”

SharonAlbrightti[hhusbandChris
andtheirchildrenMichaelandNicholas

PROGRAM DESCRIPTION

Pannerxin Policymakt”ngofAlabama (P.I.PA.) providesinformation,trainingjand
ski71buildingto indivtiuaisso that theymayobtainstate-of-the-artseIvicesfor
themselvesand othenr. l%eprogramconsiwsofapproximately one-hundredand twenty
houn of instructiontime deliveredduringthe months of Octobe~November,January,
Februa~,March,Apri~Mayand agraduationcelebrationinJune. Each session
beg”nsshom’yafternoon on FrMayandconciudeslate Saturdayafternoon. During
eachof the Sessions,expertsin specificareasreiatedto dkabiiities,presentand
interactwiththepam”cipantsinsmailgroupsorone on one.

P.I.PJ. involvesand empowenpeop[ewithdevelopmentaldisabilitiesand their
famiiies inthepolicymaking arena. Itacquaintiandconnectspeople with
organizations,opportunitiesandposn”biiitiesin the areaof developmental
disabilities.It educatestheparn’cipantsaboutcuventi.rsues. It familiarizes
them about curent local,stateandfederalhues, as wellas equipsthem withthe
poiicymakingprocessesbywhichpoliciesand lawsareestablished. l%eoverall
intentof P.IP.A. is tofosterand achieveproductivepatmenshipsbetweenpeople
tradition@ unservedand undenemed and those zh a position to make poiicy.
Zhrough these pa~erships, Alabama is creadng new opportunities and l~estylesfor
pemons with d~abilities and tileirfamilies as well as creating healthy new
attitudes, values andperceptions.

AI 3 I.



SuaanEllia,Jefferson County- “Matthewwhou acvcnhaa
DownSyndrome. I want to be the best poaaiblcadvocatefor
myaonand other childrenwith impairment.%aothat he and
o(hcmwillbe able to maximizetheir contributionato
aocietyand their abilityto be fullyintegtatcd inwor~
achooland play.

Matthcw7,Tcddy2 and Courtney1

PROPOSEDGOALS

1

2

3

4

To activeZyprovidequalitytrainingforparentsofyoung children with
disabilitiesandpersonswithdisabilihesto increasetheirlegislative
advocacyskihk

To educatepolicymake~ as to theneeakofperxom wi~hdisabilitiesand their
families, in an attemptto changestatepolicies,so that theymay rejlectan
bacreasedrespom”bilityto buiivkiuakwhohave beentraditionallyunsetvedor
Undeserved.

To becomeactivein the loca~stateandfederallegidativeprocessesthrough
flective letterwtihg telepizonecalling,andpersonalvkits to
policymakem

To buiki coalitionsbe~een families,agenciesandpe~ons withdisabilitiesand
createa united power@ voiceonprion”tyissuesdealingwithatlcitizens
withd~abilih.es.

Af\Ill 4 Ill



S. To empowerfamiliesofchi!drenwithdisabilitiesandpersons
withdevelopmentaldkabilitiesso that theymightseek to ihcreasetheir
independence,productivityand integran”oninto the community.

6. To developapartne~hip betweenpolicymakensandpensonswithdeve!opmerual
dkabilities.

7 Toproduceasuppiy ofpowegi dieadezssothat theyrnayparn”cipatein
planning semicedelive~,evaluationand advocacyactiw”tiesthroughtheir
serviceon taskforces,commissions,and otherin voluntatyo~anizah”ons.

MaryJane Evans,ShelbyCounty- “Iwillnot be the sameafter PIPA. &ch academywasenlightening,a little mind
bogglingat times,but after fivemonthsI kelicveit isall makingsense andvcxyhelpfulanduseful.”

MatyJane’s fivcyearoldson Willhasmental retardationand autism,phpical impairmentand epilepsy. “Iwastotally
ignor,t ofdisabilitiesuntilwediscoveredthatWillwasnot “normal”.HavingWIIIhas beenthe most taxingeducationI%e
received,he has helpal matureme and be muchmorerd. I am alrcadyvuy involvedin Ietterwriting, phone calfsin
advocaq for personalbeliefs- I amdeten.nincdto makea stand and not let law, etc. pass that willnot benefit our society
in 50yea=.”

Ma~Janq Clay,WI1land Julia.



RandyStahlcckcr,Houston County-“I wantto gain
indepsndcrtccof livingand to helpothcmIx more
independenthIifesuchasgettinglawspassedtohelpthe
disabledget more independent living.”

AugieAugustineand RandyStahlcckeram off to the State
house

PROBLEMSTATEMENT

1 Peoplewithdkabilitie.shavebeenunsetvedand U.ndenewedhereinAlabama.

2. Peoplewithdkabiiitiesandfamiiiesof childrenwithdkabilities~ackse~-
advocacyand empowermentski~ls

3. Paren~ofyoungerchikirenwithdisabilihesarenowguaranteedservicesfor
theirchiiiirenand the newstrugglesfor qualityand integration.

4. Peoplewithdkabilitiesareexpressingan increaseddesireforji.dl
pam”cipationin employmentand educationopportunities.

5. Z4efamilystmcture is everchangingand vohnteerkrn is declining.

6. 7%ereha needfortheincreased developmentofquahy educationand training
programsto meet the needsofpersonswithdisabilities.

z

8

l%erek a tremendousneedfor collaborationonpublicpolicy iwuesamong
dkabiiityrelatedgroupsand individualswithdkabiiti”es.

Peoplewithdtiabilitieshaveallowedothemto make decisionsfor them about how
theyshould livetheirlives. Now theyaredemandingthenghtsto make bafonned
choicesand decti”onson theirown.

“-

n ‘}
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ElouiseWoods,Ti.acalooaaCounty-“Iwantfohelpmore
peoplelearnhow~oqwakupCorthcmaclvca.1havelearned
howtotalkformyselfandmeetnewpeopleatPeopleFirst
mceiinga.”

ElouiscWocdataikingwithSenator ChipBailey

IMPACT OFTHEPROBLEM-
THE NEEDFORLEADERSHIP
IN ALABAMA

1. Therearefew leade~hipdeveiopmentprograrnsthatpreparepe~ons wko are
Unsemedand undenenJedforpositiom of leadenhip in loca~state,and
nah”ona[oganuations. l%ereti a needfor new leadershipto assumeposih”ons
in theseo~anizations.

2. Limisedgrassrootsadvocacyleadershipexistsand no systematictrainingin
competenciesof injluencingpublicofjicialr.

3. T$ereisa needfora sharedvtiionin theseif-advocacymovement.

4. l i n c u m ef oa nl i t
d t it m a d k w p w d iw a
t r au no u n

5. l?aereisno centralizedspeakerhbureauo~anized inAlabama whichrepresents
the unsemedand underserved.Thereisa contbauedneed to havespokespenons
availablewhocan speak on a widerangeof tksuesat localmeetings,university
classes,conferences,public hearings,stateeventsand natt”onalconvenn”ons.

6. Tremendoussemiceproblernsexktin regardto employment,houing
transponatiot~accessibilityand education.

A

{>
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CraigS~wsst,HoustonCounty-“I am singleand twcnty-
fourycara old. Thcrc arc so manyisauaconccming
disabledpcoplq awarenessof these iasua willhelp!This
was thelightattheendofthetunnel.1learnedmore
fromviakhg& talfdngwithlegislatorsthanIever
imagined.”

‘XiiCain, HoustonCounty-“ASa membsrof a IIXSlspinal
cord htjuty group,I someonefromourarca should
bcrcprcacntinga growingnumbcrof personavith
disabilities.”

Craigand lim at an academyw’orkshop.

THE SOLUTION:
PARTNERSIN POLICYMAKINGG

Partnersin PolicymakingofAlabama hasproven to be eflectivein addredng the
previouslylistedareasof concernand insmtmentaiih attemptingto eliminatethem.
lleprogram, as wetlit’spam”cipants,hasbeen a leaderin networkingthroughout
Alabama and bringingabout~stenu changethroughpoliticalin.uence and
intervenh’on.

S obeginw o ~ a

1. P.I.PAprovties information,trainingandsla”llbuiidingto thirty-three
pam”cipants,so tilat theymayreceivestate-of-the-atisetvieesfor
themselvesand otilers. i’%etraininggroupconsirtsofparents ofyoung
childrenwithdisabilitiesand individualswithdkabilities.

2. P.I.PA. provideseight,two-dayworkshopsessionsto thirty-three
highlymotivated,interestedindividuals.

3. P.I.PA. acquaintsandconnectspeopiewitho~anizations,op~mmines, and
possibilitiesin the areaof developmentaldkabiiities.

4. P.I.PA. educatesparticipantsaboutstate-of-the-artapproachesandcument
ksues at local,state andfederaileveis.

5. P.I.PA. familiatiespanicipanfs withpoiieymakingand the legi31ativeprocess
at local,stateandfederailevelsofgovemment. Itgives “hands- on”
opponunitieswithlegislatorsandhelpstofoster co~ltinuedrelationshipsand
contacts.

alf\Ill 8 I



“ P.I.P.A. Proiidcsstimulatingworkshopweekenh devotedto a particulartopic0.

7.

8.

related[od“irabihliesorapa>icular!evelofgovemment. l%epresentemare
“nationallyknown expertsin thejieid of dtiabilin”es,as we~!as expertsfrom
A!abama. Presentersareencouragedtospend the weekendto interac~with
parh”cipantson a rnorepenonaibask and respondto individualneedsand
concerns.

P.I.PA. guidespanicipantsin theselectionof oneprojectof choiceas
related[o[heirparticularareaof interest.Participantsareako expectedto
completesmallassignmentsbetweenworkhop weeken&.

P.I.P.A. assistspatiicipanfsin achievinga specificset of competencies
tilroughoutthe durationof theproject.A further breakdownof morespecific
objectivesand competenciesaredefinedfor eachspecificacademyweekend.
(.Appendti)

StephenK.Simpson,MonIgomcryCounty- “Wcting and
gclting to knowdisabled,handicappedpcmonsand their
relativeshas changedmya[ti[ud= regardinghow[o relate
10aduhswithhandicaps. I had the oppxtunity of mcc[ing
scvcraidifferent ~ of legislatorsand Irealized[hal
differentadwxacy techniquesmust bc tried to reach each
one. Lcgisla[orsarc pcopic too!”

StmJc’sson Mylcshas a brainconditionknownas pachygyria
that hascausedscvcrc dcvcloprncntaidelay. “Mylcs
requires more though(,worry,care and help than myolder
children. 1often wonderabout the qualityof Ii[c,since
hc is non-verbal,unableto walkand docs not express
emo[ionin the same wayas myo[her children.”

SICVC& DimmSimpsonand family, Myles,Caitlinand Margaret.
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SteveBaltonandCindyJordantalkwithEdRobertsatgraduation.

CindyLzwe-Jordam.Mcmgom~ County— “I see shetriangleofhousing,educaknsandanploymast ss bsing
soinrctiwincdfor disabledpeopletobeableto live indcpasdmtly.Havingan educationalandpractical
c govemmmt,Ilmowtheimportanceand irsflumccinterestgroupsun haveandthis is the wayto
changethe standds of livingfor somanyhandica~d Pplc.,1 hadpoliowithtaal involvementat the age of
three.Ihavecncounteruimoreproblans thanI cverknew existedin sheareaofhutsing andcrnploymcn~I
havebeenexposedtoextremeinaccessibilityandknewsomedaytig$wouldhavesochang~’”

K A

GRADUATION

Tile excitementof graduationwasin the airall duringthe month of June andfinally the
day anived. Eveqone wasso excitedabout Ed Roberts,Presidentand co-founderof The
WorldInstitute on Dtiability,beingwitilUS.Hkpresence madegraduation extraspecial
and set it apartfiom ai[of the otileracademies.

Ed am”vedon lhmday nightalongwithhis sonsLee and hk attendantandfi”end,John.
Manypam”cipantshad the oppo~nity to spend some time gettingto kxow him and sharing
theirchildrenandpenonalfamily stotieswith him. His insightand knowledgeinspired
them to continue in theirchallengesand in theirquestsfor qualityprogramsand
services.Heproved the impotianceofproviding eve~ oppo~nityfor integrationin
schooisand in evetydaycommunityliving.

Therewasa specialsessionfeaturingilk Robe~ on Fridayafternoon. A captiveaudience
listenedandgrew in theirundentantiin gofpersonswithdhabilities. Hirideas,
philosophiesand beliefsarebeingput intopractice here in Montgomey. Policymakensare
echoingtheseConvich”orl$and his impact isstillbeingfeh here inAlabama.

Saturdaywasa ve~ specialdayof hugsand wam greetings,of meetingfamiliesfor the
fust tie, and of excitementoverthe anticipationof thefuture forpemons with
disabilitiesand theirfamilies. “7heSky h Z4e Limit Wuh P.XPA” wasthe theme of
the celebration.Brightlycoloredbal!oo

A

rangfrom each tableand the room held a

{>

I



beaut#i.dviewofiilontgomeiy. T/lerewasa dkpiay of the trainingyearinpicturesand
people werebuzzingandreminiscingovereachsnapshot. It washard to believethat the
fistyearofP.I.P.A. wascoming to an end. Whata ce!ebrationforallthe .
accomplishmentsheld by eachparticipant!

Many specialguestswere present for lunch and anxiou to meetpam”cipantsand hearfiorn
Ed Robem. A beautijidprayerwasofferedbyJeny Oveson,aparticipantjiom Mobile
County. (See appendix) It encompassedthe veyheati of P.I.P~. and broughteachfamily
a littleclosertogether. l%eday and ceremonywerededicatedto Michael Wassmanand
ChrisFrank. Tlleirspin”tand couragewaspresentin the room, althoughthty werenot
wilh u.

J+7iat a beautifil backdropforape~ect day! Each graduatewas~”vena specia[diploma
and a grouppic.mrethat had been taken dun”ngapreviousmonth. One by one theyeach
proudlyzamefonvard to receivetheirhonom Ed Robertshighlightedthe afternoonwith
wordsthat lfted eachpe~on and challengedthem [oreachheightsof whichtheyhad only
dreamed. Withhk tremendousmessageand motivation,tilerewereno doubts about the
victon”esat hand!

Each individualleft on Saturdayfi!led withpowe~ knowledge, and se~conjidence that
wouldcany them throughany ba~tie.Therewasa senseof revivai- energyandfocus on
whatmust be doneforpezsons withdkabiiities. l%roughthe experiencesandfriendships
found in Panners in Poliqrnaking ofAlabama eachgraduatelefi infirtherpumit of
opportunityand equalityfor a!ipenons witildkabilitiesand theirfami[ies throughout
Alabama. l%ti wasonlj (he beginning!

RoyceKing,CommksionerofDepartmentofMentalHeahhlllentalRetardation
addressesPIPAgraduates.

A



C S mF aC o- “ h b t
g r es oo i n f ot Ih e e n
W hm d es w y o uo o m m f r
w n h ai n f oA n k nw t g t
g i n f o rW P IIh b p ra t
a r e li n f ol io b t e o m
i n t eIa t ra ma t o p p oI h
a l rh t g b i m o c oa s w
I ’l e at m al e af o p a

Charlotte and Gatvin Smithwithson, David
& daughterJulie.

RECRUITMENT

Individualstraditionallyunservedorunde~erved weretagetedfor recruitmentby
directmailingsand contactswitho~anizations servingpemonswithdkabi[itiesand
lheirfarnilies.

Contactswithadvocacy,service,employmentand educationalorganizationswhich
representpeopie withdkabiiitieswereestablishedviapemonal contac~phone ca[k
and mailings. In additionto thesecontacts,informah”onand applicationswere
dikributed to the media: televirio~radio,and newspapemthroughoutAlabama.
Lettem and applicationswerepublishedti newsletter of variousorganizationswhose
readensmightspreadt w A h oa ns pw
c ow iA lM s s a gc a
o r g aa l s ug w a t a

All of the above contactsweremade in an attempt to improveoutreachto a broad
spectrumof individualswithdkabilities(both cognitr”veandphysical), ethnic and
rt2Cit71?rIinOn”h”(?S,low incomefamilies/hdiv&als andtigleparent families, urban
and nral communitiesfiom evey comer of Alabama.

Eve~ eflortwasmade to identifiandprovide thenecessaysupport sewicesneeded
by an zkdividualtof at i nh f ui t sessions.

.-
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SherylMahxy, PikeCoun~ - Shcryl’ssonErichasIOW
visionand cerebral palsy. “Iam a strong believerin early
interventionforinfantstithdevelopmentaldisabilidcs.I
amconstantlyamazedthatmoreparentswithchildrenwith
disability=dono[knowhowto[akcadvan[agcofscrfims
thatareoffered.Weweretold[hatEricwouldbc severely
handicappedbut with the therapywc are rcceivingwehave
ken plcasan:lysurprisedanddelig.hkdwith[hisprogrcs.s.”

Eric Matncy,sonofFredandShcrylMatncy.

THE VISION

Partnensin PolicymakingofAlabama (P.I.P.A.) is a diverseblendof indivtiuak,
represenh”ngmany diversedkabilih”es.An extensivenetworkthroughoittAlabama has
developedthat cangatherand disseminateinformationquickly;can reachall
dtiabili~ groups;can impactpolicychangesat all levelsthroughouteveryregz”onof
Alabama; and can build upon the strengthsofpenons withdisabilitiesand their
families.

Partnen in PolicymakingofAlabama dreamsof the day wheneve~ state willrealize
t capabilih”es,strengthsandpoweravailablethroughempowen”ngpersonswith
dkabilitiesand theirfamilies; wheneachstate willtake an activerolein Paining
personswithdisabilitiesandfamily memben as leaden and, when nehvork can extend
beyondstate boundaries.

ProgramslikePartne~ in Policymah”ngarehelpingto make thisdream a realityand
determinethefuture forpensonswithdhabiiitiesand theirfamilie.s! l%e
opponuninesandpossibilitiescreatedforpensonswith developmentaldisabilities
and theirfamilies throughPartnersin PolicymakingofAlabama are limitless. Every
groupworkingon issuesdealingwithdisabilitiesneeds experienced,knowledgeable
leaden that canpilot the effofl throughstormsand turbulenceand insurea safe
landingon success!



*

Thereii agenerallackofparentandse~-advocateparticipationtiadvocacy,
volunteero~anizationsandefforts.Zhh leagueofindividua)kcanhave tremendous
power and whenchanneledin the tightdirections,can changethejiture for children
and adulti withdevelopmental!dkabilitiesinAlabama and acrossthisnation.

Empowermentand self-determinationcanhelpto changeageold attitudesof dependence
andre[ianceinto voicesof independenceandseIfsu@ciency. ik?ostpeoplewith
disabilitiesgrowup in a societythatconsidenthempowerless. Thesenegative
attitudesarefiequent~ internalized,andpeop!ewithdisabilitiesare leftdoubting
theirabilityto everlead theirownlives. The necessityforempowennent andseif-
detennination exists~people withdisabilitiesareto gain controlovertheti own
livesandjid~participate in society. Leademhipdevelopmentandpersonal
empowermentareat the coreof allsocialmovements. Byprepan”ngpeoplewith
disabilitiesand theirfamilies to take thejirst step into se~-advocacy,many will
continueon to becomegroupleaden, ~stem-change advocatesand eventuallyleaden
of socialchange.

Gerald G. Gvaon, Mobile County- “PIPAhas opened my
qcs to the comingissues that link thevanous disability
groups. The ARCof Afabamathrough PIPA has nu~urcd
“seedlings”and will,in the months and years to come,
witnessa lush forest carpeting the State and bringingabout
fundamental changes in our environment. PIPA empoweredthat
component of our population that has longbeen silent at the
same time beingveryclose to the real needs of the disabled
population.”

“Mydaughter, Jennifer, has SpinaBifidawhichhas resulted
in signifi+nt developmentaldelayand phpicai disa-
bilitica. 1have been active in forminga local Spitta
Bifidasupport group and I have noticed a lack of motivation
in teens and youngadults prevent them from scckingjob
training and employment. Employmentwouldenhance self
imageand facilitate independent livingso it is this area
that interests me perhaps more than some of the other msjor
areas ofconccm.”

JenniferGvcson,daughwrofhyandDianeGvcaon.

.+
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PARTNERS IN POLICY-NG 1992

COLLABORATIVEGROUPPROJECT

“ o u i a s a a ofw!”
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Research Person (notes when group needs more resources)
Participation Checker (checks that everyone contributes)
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A so t P al for good reading materials
v t c

l o m t r
i
Inquire about and visit ‘model” places;

F. Research the federal and state laws that relate to your
issue;

G. study ‘state of the art” or ‘best Practicesn ‘- the newest~
best thinking on this issue;

H. Other ideas:
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all the issues involved here (and be sure
everyone contributes) .
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C S # - VVALTER
P G

W J a o l w m

t s D a

W p r s W j d

h c p s m n M J

o f s i w

h s

M J w l W h s o

s s w p

P RS tw t i a dp a
c ou u Walter*s 1 b
d iw w a Walter to have the same
opportunities as h s

F Q

A. t care the i
L i i h
s t e c .

! n k
L any questions you need to get answers
for or more inforznation about.

c ll~at r u
L p r w m

u i

Kinds of a
Resource people in your community
Resource people i.n the state
Books or written article
Videos
Other resources:
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C S #2- TIlfM R
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T R a t w D S l
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l s f t l r m s

s m c l h s
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s a o p a d
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p a s i i s b (
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m w s d T b

T p h w v h h

o pb f t h s

h a t l a a c
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t T a w h s w n t

PROBLEM: What can Tina and her parents do to realize these
opportZZZ12“ties?

Use the Focus (Mest ions:

A. the iSSU@S?go

L i i h
s t e c .

~
List q n a

m i a

c ~ ?r W S O
L p r w m

u i Kinds of agencies;
Resource peoplein your c Resource
people in the state; B w
a V O r 4
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Potential Individual Action Plan Goals
From Partners Session IV
Saturday, March

Get appointed to a Council or Board:

. C

. C M A B
● S S E E A B
. etc.;

C a t i p

B p a l a t n

C p e h i p
a

Develop rapport with my state legislators, county board
of supervisors, etc.;

J b i w a g s
o

S s b

s b

V h w e c

Learn about other cultures.

;hkkhkhhkhkkkkkkhkkkhhkkhkhkhkkkkkekkkkkh

*
*

* IOWA PIP i
~ N.D. - Received prior to 1992 Academy ~
************************************A****
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1 ●

2 ●

3 ●

4 ●

5 ●

6 ●

7 ●

T

GROUP.

CAN
T

.

A RELAXED WORKING
RELATIONSHIP .

A

MEMBERS I
.

A

O
.

O

.

~...-*
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10●

11 ●

1 2●

THE GROUP ATMOSPHERE IS
SUFFICIENTLY SUPPORTIVE FOR MEMBERS
TO BE ABLE TO READILY ACCEPT
CRITICISM THAT IS OFFERED AND MAKE
CONSTRUCTIVE USE OF I

O
.

THAT EACH GROUP MEMBER CAN
ACCOMPLISH THE “IMPOSSIBLE” .

THE GROUP IS DIVERSE IN ATTITUDES,
CHARACTERISTICS AND BACKGROUND .

THE GROUP DOES NOT
BUT ENCOURAGES

CREATIVITY .

THE GROUP KNOWS THE VALUE OF
“CONSTRUCTIVE” CONFORMITY ON
MECHANICAL AND ADMINISTRATIVE
TO FACILITATE THE BEST USE O TIME.

23



1 3● O

A
T THE

GROUP%

1 4● MEMBERS FEEL SECURE MAKING
DECISIONS WHICH SEEM APPROPRIATE TO
THEM, BECAUSE

ARE CLEARLY
A BASE

1 5● A HIGHLY

A A

.

.,.,. 24

* fg@&



N A P P
T H1 1
D H L C

5 F
D T

P A R TG R A D

C O N

A G

C G Y

C G Y

I G

L G

M G Y

T G Y



N A

P P
May 14-16,1992

A

Albright,Sharon
4505GrizzardRoad
Huntsville,AL 35810
205/852-2315(h)
205/539-2266(w)

Prince, Betsy
7530 Halcyon Forest Trail
Montgomery, AL 36117
205/277-2285(h)
205/265-02450r 205/262-7688 (w)

A

Rankin, Jane
11 Lakeview Drive
Ru~sellville, AR 72801
501/968-7059

Shepherd,Sheri
Rt.1,Box678
Arkadelphia,AR 71923
501/246-9886(w)
501/246-3818(h)

C

Kerzin, Alan
Area IV Developmental Disabilities Board
1700 Second Street, Suite 384
Napa,CA 94559
707/252-6644(w)
707/823-7999(h)

Jessup, Pam
4048 Escuela Drive
Napa,CA 94558
707/255-1901

Rice, Larry F.
2425 Apple Tree Drive
Santa Rosa,CA 95403
707/527-1757

coL
Honeyman,Ellie
8290 Brentwood Court
Arvada, CO 80005
303/331-8438(w)
303/431-8435 (h)

Ramsour, Barbara
4540 E. 17th Ave. Pkwy.
Denver, CO 80220
(303) 399-7113

Reed, Leslie
1625 Bellaire Street
Denver, CO 80220
303/871-0227 (W)

303/377-8719(h)

coN

Cole,Molly
The Family Center
Department of Social Work
Newington Children’s Hospital
181 East Cedar Street
Newington, CT 06095
203/667-5288 (W)

2 (h)

Glomb,Laura
1 Oakwood Circle
Ellington, CT 06009
203/667-5288 (W)
2

D

Henderson, Larry
Booth Social Service Center
104 West 5th Box 2390
Wilmington, DE 19801
302/656-1667

Linehan, James
c/o Dept. Administrative Services
Townsend Building, Third Floor DAS
P.O. Box 1401
Dover, DE 19903
302/739-3613 (W)

3 (h)



F L O R I

M e s s eM i c h a
4 2 0N 2 nA v e n
M i a mF 3 3 1
3 0 5 / 5 7 6 - 9

P l o t k iL e
3 6 6S c a r lT a n aD r
P a lH a r b oF 3 4 6
8 1 3 / 7 8 4 - 1( w
8 1 3 / 7 8 5 - 4 2 8

~ E O R G

B u r k e tH a r
G o vC o u n c iD e v e l o p mD i s a b i
8 7P e a c h tS t r eN ES u i6 2
A t l a n tG 3 0 3 0 9 -
4 0 4 / 8 9 4 - 5( W
4 0 4 / 9 6 7 - 3( h

G i nR i l
R e t a r dC i t i z e n s / A t
1 6 8T u l lC i r cN # 1
A t l a n tG 3 0 3
4 0 4 / 3 2 5 - 4( W

W a l d r oC a r
6 0 7W i l d e rR o
R e xG 3 0 2
4 0 4 / 4 7 4 - 8

H A W A

K a mC l a r y
5 W a t e r f rP l a
P l a n n iC o u no D e v e l o p mD i s a b i
5 0A lM o aB l v dS u i# 5 -
H o n o l uH a w a9 6 8
8 0 8 / 5 8 6 - 8( W
8 0 8 / 4 8 6 - 8( h

P r o f f iP e g
2 0 2A a nL o
P e aC i tH a w a9 6 7
8 0 8 / 4 5 6 - 2( W
8 0 8 / 4 5 6 - 2( h

Rivers, D e b b
1 7 1H o u g h t a iS t r e
H o n o l uH a w a9 6 8
8 0 8 / 5 3 8 - 6( W
8 0 8 / 8 4 2 - 1( h

I

Dermott, Betty
812 East University Avenue
Urbana, IL 61801
217/367-2202 (W)

2

R S
P C D D
S 1 C

W R S 1
C 6
3 (W)
7

I

Griffin, Nancy
Projects for Persons with Disabilities,

M S
I 4
3 (W)

3

Roberts,Donna
5429Bay HarborDr.
Indianapolis,IN 46254
317/632-3561(W)

3

K

Gobb,Carl
c/o H M
4 A R
D 5
3

P S
1 P & A
3 M R S 6

M 5
5 (W)

5

T
4 N
B 5
3 (W)

3



Tigges, Ken
Planning Council for Developmental Disabilities
Hoover State Office Building, First Floor
Des Moines, IA 50319-0114
515/281-6430 (w)
515/965-9131 (h)

LOUISIANA

Dangerfield, Linda
Route 1, Box 548
Edgard, LA 70049
504/446-1559 (W)

5 0

Davies, Patsy
1507 Letitia Street
Baton Rouge, LA 70808
504/342-0437 (W)

5 0(h)

Mialaret, Ida
1328 Melody
Metairie, LA 70002
504/834-4513

Mialaret, Jerry
1328 Melody
Metairie, LA 70002
504/834-4513

~INNESOTA

Hancox, David
Planning Council on Deveiopmcnt Disabilities
300 Centennial Office Building
658 Cedar Street
St. Paul, MN 55155
612/349-2560 or 612/297-7519 (w)
612/522-5639 (h)

Swenson, Sue
4604 Upton Avenue, South
Minneapolis, MN 55410
612/832-2762 (W)

6 1

~ I

Harrison, George
Route 2, Box 186
Coffeeville, MS 38922
601/226-3421 ( W
6 0

Turner, Aima
89 Azaiea Drive
Columbus, MS 39701
601/329-7358 or 601/329-7359 (w)
601/327-9471 (h)

NEWMEXICO

Crawford, Beveriy “GayW
905 Plateau Circle
Gailup, NM 87301
505/722-5700

Jennings, Patty
- M

1 N K
R 8
5

J V “
D D
P C

P B S B
2 S P S
S 8
5

W C
P R
1 U B
A 8
5 (W)
5

Y

R e yS hJ
1 M aH
R e n sN 1
5 1 8 /(
5 1 8 /(

S o lC a
1 U t oA v
S u fN 1 0
9 1 4 /(
9 1 4 /(

.,,.,,,,.,



N C

Balak, Peggy
Council on Development Disabilities
1508 WesternBlvd.
Raleigh, NC 27606
919/872-2735 (h)
919/733-6566

Ingram,Terry(Mr.)
NorthCarolinaSelf
AdvocacyAssociation
Route2,Box 193-A
FourOaks,NC 27524
(919)934-5518

Townsend,Penny
Prader-WilliAssociation
2401TanglewoodDrive
Albemarle,NC 28001
704/982-7905(h)
704/982-9171(w)

Welch,LuAnne
DevelopmentalDisabilities
ConsortiumProject
1515MockingbirdLane,Suite901
Charlotte,NC 28209
704/543-8286(h)
704/529-5195(W)

QmQ

Heizman, Cathy W.
FamilyLeadershipDevelopment
ChildAdvocacyCente’r
106WellingtonPlace,LowerLevel
Cincinnati,OH 45219
513/381-2400(W)

5 1

Holden, Lea
F a m iL e a d e r sD e v e l o p
C h iA d v o cC e n t
1 0W e l l i n gP l a cL o wL e v
C i n c i n n aO 4 5 2
5 1 3 / 3 8 1 - 2( W
5 1 3 / 9 2 3 - 3( h

Kirkpatrick, Lillian
199 Park Avenue
New London, OH 44851
419/929-5085 (W)

4 1(h)

Wichman,Joan
2918 Urwiler Ave.
Cincinnati, 4
5 1 3 /(
5 1 3 /(

OKLAHOMA

Burns, Patricia
Oklahoma Planning Council
P.O. BOX 25352
Oklahoma City, 7
4 (W)

405/755-8497 (h)

Stopp,Genell
2635EastSeventhStreet
Tulsa,OK 74104
918/592-1235(W)

9 (h)

S D

Anderson, Ed.D., Charles A.
PlanningCouncilon DevelopmentalDisabilities
HillsviewPlaza,EastHighway 34
c/o500EastCapitol
Pierre,SD 57501-5070
605/773-6415

Fry, Colleen
A d vS e
2 S C e
P i eS 5 7
6 0 5 /(
6 0 51 (

Rowenhorst, Eugene
2704 Woodland Hills
S F 5
6 (W)

605/332-4216(h)

TENNESSEE

Dedman, Ms. Jean
Tennessee Planning Council

D D
F D B
C S

N 3
6 (W)

6



Ruta, Jo
C hS T C C
4 A H
C h3
6 1( W

Turner, Mike
721 Baugh Road
Nashville, TN 37221
615/734-1728 (W)
615/646-0369(h)

TEXAS

Baker, Susan
719 South Hill Street
Alvin, TX 77511
713/331-3813

Clay, Lettitia
1515 Shafter
San Angelo, TX 76901
915/655-3205

Cordova, Carlos
5526 Silver Maple
Arlington, TX 76018
214/266-4524

Crowley, Valerie
5610 Waddell
Fort Worth,TX 76114
817/626-4311

Hudson, Alicia
15 Quiet Oak Circle
The Woodlands,TX 77381
713/750-5619

Loera, Felipe
2604 S. 2nd
Austin, TX 78704
512/444-6853

Lopez-Wilson,Martin
1548 Diego Rivera
El Paso, TX 79936
915/857-0791

Ratliff, Beccy
1100 Elderberry Court
Benbrook, TX 76126
917/249-6575

,.

‘i%-

Sheehan, Candy
759 Pelican Lane
Coppell, TX 75019
214/462-7830

Villela, Angie
2512 S. Hackberry
San Antonio, TX 78210
512/534-3836

Roger Webb
Texas Planning Council
for Developmental Disabilities

4900 North Lamar Blvd.
Austin, TX 78751-2316
512/483-4080

WESTVIRGINIA

Lilly, Jan
Development Disabilities Planning Council
1601 Kanawha Blvd. West, Suite 200
Charleston, WV 25312
304/348-0416

Lipscomb, John
1104 Oakmond Drive
Clarksburg, WV 26,301
(can bereachedthrough
theARC-HarrisonCounty
officeat304/624-9114)

Meadows,Ann
MountainStateCentersforIndependentLiving
9141/2FifthAvenue
Huntington,WV 25701
304/525-3324(W)
304/743-9424 (h)

Smith, Kevin
1500 12th Street, #104
Vienna, WV 26105
304/295-9557

FACULTY

Roberts, Ed
WorldInstitute on Disability
510 16th Street, Suite 100
Oakland, CA 94612
510/763-4100 (W)

510/655-5946 (h)



Smith, Fran
2574 Sheldon
Richmond, CA 94803
510/222-2999

Smith, Jopie
Texas Planning Council for
Developmental Disabilities

4900 N. Lamar Blvd.
Austin, Texas 78751-2316
512/483-4080

Snow, Kathie
250 Sunnywood Lane
WoodlandPark, CO 80863-9434
719/687-8194

Wieck, Colleen
Minnesota Governor’s Planning Council on
DevelopmentalDisabilities
300CentennialOfficeBuilding
658CedarStreet
St.Paul,MN 55155
612/296-9964
6 1 2 / 7 8 8 - 1( h

Zirpoli, Dr. Tom
Mail Box 5017
University T

P 5

G

Abescm,Al
Association for Retarded Citizens/US
500 East Border
Arlington, TX 76010
817/261-6003

Davis, S
A sR C

E B
A 7
8 1

S Deborah
Association for Retarded Citizens/US
500 East Border
Arlington, TX 76010
817/261-6003



****************************************g
*
* ALABAMA PIP GRADUATES *.
*
$ N.D. - Received prior to 1992 Academy ~
*****************************************

P A R TI P OY M AO F A

P

S R A
4 Grizzard Road
Huntsville, Alabama
852-2315

James P. Augustin
221 W H L
B A
8

W B
M S

35810

35741

Dothan,Alabama 36303
792-5596

TimothyM. Cain
Post OfficeBox 213
Dothan,Alabama 36302
792-2558(h) 794-6162(w)

CathieCarroll
604 BeasleyStreet
East Brewton,Alabama 36426
867-7026

Jule Childs
358 CharlestonCourt
Mobile,Alabama 36608
344-3776

Ann Cosby
600-CMaxwellBoulevard
MaxwellAFB, Alabama 36113
265-7161

WillieT. Curry
730 - 15thStreet- Apartment6-A
Tuscaloosa,Alabama 35401
752-6629

SusanEllis
1712-BVestawoodCourt
Birmingham,Alabama 35216
823-1033

@v ‘w

M J E
N S

M A 3
6

C F
1 L Avenue
Gadsden,Alabama 35903
492-4407(h)543-7659

C Franks
500 SnowsMill Avenue#1102
Tuscaloosa,Alabama
345-0269

VirginiaGoodloe
411 NorthAnnapolis
Sheffield,Alabama
381-6716after6:00

Nina RoseyGoodman
1124 8th Avenue
Tuscaloosa,Alabama

35406

Avenue
35660

35401
758-8210(h)349-4911

TammYA. Gothard
Post OfficeBox 97
Flatrock,Alabama 35966
638-4418 (h) (W)

Gary Hammett
905 - 9th Avenue
Jacksonville, Alabama 36265
435-4995

MelissaLaGroue
921 TammyAnne Drive
Birmingham,Alabama 35235
854-0120

CindyLove-Jordan-
6106MargoPlace
Montgomery,Alabama 36117
271-0978(h) 242-1240(W)

,.

‘.
, $ * . #



S M
W C

Troy, A 3
5

J M
1 F A
D A 3
3

Jane B. Myrick
Rt. 1, B O497
Talladega,Alabama 35160
362-8320

S N
2 B R D
L A 3
9 6

Dr. G O
9 C D
M A 3
3 6

S S~mpsorl
3627 Bridlewood Drive
Montgomery, Alabama 36111
288-8743 (h) 242-9330 (W)

C M S
R
B A 3
6

S S
1 H A

M A 3
9

James Craig Stewart
Route One, Box 283
Abbeville, Alabama 36310
585-5597

L W
6 M D
T A 3
6

E W
- 3 A

T A 3
3 3

P R
P O 1
A A 3
6 6

R S
1 S S
D A 3
7

L M L
1 W D
O A 3
7

K S
U N L

N A 3
3 7

2



P L I
4 W S
- - - -- - - - -

R A
L A

B 8

H 3 R U I R U
W 8 R U R

----- ------ ------ --”--- ------ ------ ------ ------ -..-----”- ------ ------ -----

DeborahA
1 L A
p 8

H 4

- - - -

R U I R U

------ ----.- ------ ------ ------ - - - -

B
1 C
F C 8

H 1 R U I R U

- - - - - - - - - - - - -

C C
3 B #
u 8

H 0 R I I R I

- - - - - - - . - - - - .

R C
3 E A
L 8

H 1 R U I R U

- - - - - - - . - - - - .

M E D
1 E. 1 A #2
D 8

H 2 R T 1 R IJSER4:

------ ------- ------- ------- --------- ---------- ------. -------- ------- -------

Barbara Doss
712 Greenbriar Dr.
Fort Collins, CO 80524

WL’ele:303 482 2528 REL1: PIL USER1: I REL4: USER4:

3

i



4/16/92 A~L WC!RK sp~c~--"---------------- .----- .-------------------------"---------------------,

ruce Frank
502 W. Myrtle
Fort Collins, CO 80521

HTele:30.3 ~fl~3155 REL1: PIL USERl: I REL4: USER4:

---------------------------------------------------------------------------

E F
3 P V D
C S 8

H 1 R
W R U C

- - - - -

J G
8 0

~rescenc, cO 80403

HTele: 303 542 7337 REL1: PIL

----- ------- ------ ------ ------ --

USER1: 1 REL4: 1JSER4:
2&3 REL5:

----- ------ ------ ------------- ------ -.---- -.

U I

- -

R U

----- ------ ------ ------ ------ ------

D H
2 P D E
‘ 8

H 9 R U I R U

- - - - - - - - - - - -

S H
2 bXUSt, Apt. N
D 8

H R P U I R U

----- ------ ---- ----- ------ ------ ------ ------ ------ -----e- -----. ------ ---”--

C Haworth
1537 29th Ave.
Greeleyf co 80631

HTele:303 351 6601 REL1: PIL USER1: I REL4: USER4:

----------------------------------------------..----------------------------.

K H
1 H A
G J

H R

C 8 1 5

U I R U

4



4 / 1 6 /W S
- - - - - - - -

; ,
5 L D
C S 8

H 1 R U I R U

- - - .- - - - - - -

J J
3 2 St. Bldg.
G 8

H 5511 REL1: PIL USER1: 1 REL4: USER4:

----- ----------- ------ ---------- .-”---- ------ --------------- -------- ------ --

W K
1 N
B 8

H 1 R U I R U

------ -“---- ------ ------ ------ ------- ------ ------ ------ ------ ------ ------ --

E l lLaurence
1 6 1L
G 8

[ 8 R U I R U
W R U l 3 R

- - - - - - - . - -

L
1 B A
A 8

H 0 R U I R U

- - - - - - - - -

R L
3 M A 1
C S 8

H 4 R U I R U

- - - -- - - - -

M T L

W 8

H 5 R U I

5

R U



4 W S. . . - .-y- *- -

. M
P P P

L 8

H 3 R U I R U

------ --------- ------- . . . . . . . -------------- -------- .--.--p ------ ------- ----

Berta ?lartinez
2318 Langholm Dr.
Colorado Springs, CO 80920

H R U I R ~
W R U F 2 R

------ --------- “------ -------- ----------- ------- ------- ---.--- ------- ------- .

K !
3 2 #9-lo3
Greeley, co 80631

H 7 R U I R U

----- ------ ------ ------ ------ ------ ------ ------ ------ ------- ------ ------ ---

C ?
1 M
L 8

f 5 REL1: U 1 R U

----- ------- ------ ------.- ------ ------- - .- - - - -

L M
1 K
B 8

H 4 R U I R U

------ ------- --#.-”--- ----------- ------- --------- ------ -,----- ------ ------ -

Beth Osborne

8 C
L 8

H 8 R U I R U

.--------” ------ .....--. ...---..”. .---q- --.------*----- - -

O
P
E 8

HTele:303 454 3572 REL1: PIL USER1: I REL4: USER4:

6



4/16/92 ACL WORKSPACE... ... -.e----- .-------- .---. "---------------- 0--. ---. -. . - a ------------

: P
W

D 8

H 2 REL1: PIL USER1: 1 REL4: USEX4:

.-...-. ..---....-*---- - . .- - . . . . . . . . . . y

S P
1 ! S #
S 8

H REL1: PIL USER1: I REL4: USER4:

. . . . . . ------- -------------- --------- .,---------- -------- -------- --------

S P
8 A A 1
D 8

H 6 R U I R U

- - -- - - ........- -

Barbara Ramsqur
4540 E. 17th Ave.
Denver, CO 80220

l 7 R U I R U
W R U F R

------ ------- - “ - -- -- - - -

George R ,,.-..4.,.
D $ :,>.

C S 8

H 1 R U I R U

----*-- ----- ..*-------- “ - .--=--q*-.-,,:----”---------- --

D R
S

F C 8
.

H 6 R P U I R U

------- . . . . . . . . . - - ..-p.-.--p-”. .----q.q-p.-.-..

Greg R
2 A
P 8

H 9 R U$ER1: I

.. . * ,
,.#

,-—

..—

R U



,~th & S
6 A
C S 80fllfl

HTele:719 599 3772 REL1: PIL
WTele: REL2: USER2: Facil

~(~TES: (Bob - Facilitator IT &-------------------------.------

U 1 RE@: USER4:
2&3 REL5:

111)----” ------ q--”--- ------ ------ ------ ----

T S
u

H R I ~ R : U :

N M r - a u- - - - - - - - - - - - .
p s
1 P
L 8

H 1 R U I R 1

- - - - - - - - - -

Robert Simmons
551 S. Moline

Aurora, Co 80~12

HTele:303 755 0470 REL1: PIL IJSER1: I REL4: IJSER4:

------ ------ ----- ------- ------ ---,.-. ------ -,------- ---------- ------- ------ -.

~rnetta SttiLfles
19962 E. Purdue Place
Aurora, CO 80012

HTele:303 690 0753 REL1: PIL USER1: I REL4: USER4:

------------..----------y----..---.,-----”---” -----------T---------------

Sheila Vale
1140 Colprado B
D 8

H 9 R U I R U
- - - ● - . - . - - -

B V
1 X
D 8

H 3 R U I

?

R U



>

4 W S
. . - . . . -

. W
1

F 8

H 0 R USER1: I REL4: USER4:

------ .-..--..---------.-..---.-----.-.*----- ..-.p ----- . . . . . . . . . . . . . . .

M W
1 H #
F C ~

H 5 R U I R U

-------- . .- - - -- -. . .

R W
V

G 8

H 3 R U I R U

9 .&.
?&

*.,..

,..



4- - - -..- q- q

B
C

T 8

H 2 R E L R U

------ “----- ------- --------- -“----- ------ -----------” ------ ---------- -

B
S

B 80302

H 9 R U R ~

----- ------ --------- ---.-”- -------- ------ ------- ------- -------- -----

B
u

H R U
W R U F

R u
3 R

----- ----- ------ ------ ------- ------ ------- ------ -------- ------- ------- -.

A M
3 E R
: 8

H 8 R I R U

- - - - - . - - - - -

A C
1 G A
D 8

H 7 R U R U

- - - - - - - - - .

S C
1 B
P 8

H 5 R U R IJSER4:

-------------------------------------------------.------p -------.-----

D C
E

L 8

H 4 R U R U

10



4 A W S
.-------- ... ..-. --. -- . . . . . ------ . . -- . -- . - . - . - . -- . . - . . - . ----- " -

J C
3 O
D 8

H 8 R U R U
W 2 R U R

- - - - - .......-

W C
2 C L
C S 8

H 2 R U R ~sER4: .

- - - - - - - - -

Debbie IMuglas
P. 0. BOX 476
Vail, CO 81658

HTele:303 926 3219 REL1: V R U

------ ------- ------- -------- ------- --.---”- ------- -------- --.----- ----

Fac & J D
6 P
E 8

H 9 R I R ~

- - - - - - - - -

E

K 8

H 674 6639 REL1: PIL USER1: II REL4: IJSER4:

---.------- -------- ------ ------ ----------- -------- ------ ----------- ---

Kathleen Farrimond
29864 Park Village
Evergreen, CO 80439

HTele:303 674 7290 R U R I

- - .........- - ........................

T G
2 V
B 8

H 1 R P U

11

R U



4/16/32 ACL WORK SPACE- - - - - ,. - - - - - - - - . - - ------------------------------------------------ ..----

enean Garner
2261 S. Ogden
Denver, CO 80210

HTele:303 733 5658 REL1: PIL USER1: II REL4: USER4:
WTele:303 861 6505 REL2: USER2: REL5:

------ ---..----- -------- ----------- ------- ------- --------=--- ------- . . .

S H
3 M S
D 8

H 2 PIL TJSER1: II REL4: USER4:

------ ------- ------ ------ ------ ------ ----- ------ ------- ------- ---.--- --

E H
8 B
A 8

H 8 R I R U
W 8 R U F 3 R

- - - - - - - - - - -
K L
3 L
!

H : 8

81419

3948

----- ------ ------ ---

REL1: PIL USER1: II REL4: USER4:

----- ----.-- ------ . “- - - -

C ?
3 U
C S 8

H 5 R U R U

- - - - - - - - - . -

R N
7 S V L
C S 8

H 8 R U R U
- - - - - - - - - -

K M
1 Q
D 8

H 8 R PIL USER1:II R U

12



4 WORK SPACE
--------------------------------------------------------------

.aurie Nelson
6022 Golden Willow
Loveland, CO 80538

HTele:303 667 7248 REL1: PIL USER1: 11 REL4: USER4:

------- ------- ---------- ------- ----------- ---------- - . -

D P
1 S
W e8

H 2 R U R U

- - - - - - - - - - ......

? P
E

B 8

H 5 R V R T

- - - - - - - - - - -

L P
2 P
D 8

\ 3 R U
W R U F 3 R

REL4: USER4:

----- ------ ------ ------ ------ --------- - ----- ------ ------ ------ ------ -.

L R
1635 B
D 8

H 8 R U R t

- - - - - . - - -

G R
1 C R #
P 8

H 2 R U R I

- - - . - - - - -

T R
1 C H C
F o8

H 3 R U REL4: USER4:

13



4/16/92 A~L W SPACE.----------------- .--------------- q-."*. -.r--- p-----------------------

i S
3 2 B 9
Greeley, CO 8

H REL1: PIL USER1: II REL4: USER4:

------- --------- --------- -------------- ?----------- v-.---....~.. -..----

Agnes Sonnenfeld
4124 Wolff St.
Denver, CO 80212

HTele:303 433 7832 REL1: PIL IJSER1:II R U
.- - - - - - - - .. -

r

David S
1 1 S
G 8

H 0 R U R ~

------ ---,---- ------- ------- -..-.,--- ------- - “- - - .

C ‘
5

w P 8

“ 6 R U R U

------ . - ”- -- -- -- -- -.-7----7 ------- ------

M T
S

L 8

H 3 R U R U

- - - - . - - . -

K T
L

D 80224

H 1 R U
W R I F 3 R

R~L4: USER4:

----- - -- .- -- -- -- --z------------ ------ ------ -.

Carl Turner
3246 Josephine St.
Denver, CO 80205

8 R U REL4: USER4:

1



4 W S- - - - - - -

V
2 S
A 8

i 4 R U R I
W R U C 3 R

----- ------ ------”-” ------------- .-.-p- .-*--- ------- -------- ------- ---

~ildred Waisanen
2327 Dogwoocl Cir.
Louisville, CO 80027

H 8 R U R U

----- ------ ------ ------- ------ ------ ------- q.------- ------ ------ ------

J W
4 B
P 8

EITI?le:719 561 3295 R I R U

..
15

3..,* ~ÿÿÿÿü,,
,’ ,,,,. e ‘4,

* “if.. “’.~e, , % *
!;. .,.,.

,*

9 * <
,

.
*

. ~ .



PARTNERS L
4 W S- - - - - - -

. .
2 J
A 8

H 9 R U R U
- - - - - - - - -

B
9 P #
D 8

H 9 R U R U

- - - - - - - - .
A B
2 H
B

H 4 R

- - - -
PIL USER1: III REL4: USER4:

---.--- ------ -----. ------- -.--q- --.--- ------

Beth Blair
917 B S. Ivory Cir.
Aurora, CO 80017

J 9 R U R U
- - - - - - - ~ - - -

J C
1 W B
F C 8

H 0 R U R U
- - - - - - - - -

D C
3 4 A
D 8

H 0 R U R U
- - - - -- - - -

D
5 F Q
F C 8

H 0 R U R U
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4/16/92. ACL W S
......................................................................

iane D
2 S
A 8

H 3 R U R U

- ........ . -- -

? D
2 S C
F C 8

H 3 R U R U

. - - - - - - . -

J E
6 P
L 8

H 9 R U R u

-------- ------- -------------------- --------- ------------”--- -..-----~ ---

D E
4 S
B 8

‘ 9 R U R V

- - - - - - - -

D F
1 4 A
D 8

H 4 R U R U

- - - - - . . -

A G
P
H 8

H 4 R U R U

. .................- ......................................

E G
7 Mississippi, Bldg.1,#10
D 8

H 9 R U R U

------- -----.--------- ------- .----*---- ----.,------ -------------- ------ -

D G
R

; J 8

H P U SI R EU S
K. *.
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4 / 1 6W S- - - - - - - - -

~ I
1 2 A A
G 8

H 0 R U R U

- - - - - - . - -

G H
1 E
D 8

H 7 REL1:PIL USERI:III REL4: USER4:

----.-------..------------.-.”.-----------”---------------.----,---------

Kit H
7 Windover Rd.
Littleton, CO 8012J.

HTele:303 781 2008 REL1: PIL IJSER1: III REL4: USER4:

-----.---------.-------.-------- ----------------- --------e--- --------.

D H
6 I A
D 8

{ 4

- - -

D

R ~ R U

----------..--.--- ------------ - - -

~raCy Johnson
1174 S. Y
D g0210

fiTele:303 733 0035 REL1: PIL USER1: III REL4: USER4:

------ --->--- -..----- ------- -------- ---------- - -- -

T K
4 X
D 8

H 8 R U R U

- - - -. - - - -

H L
A

D 8

H 3 R U R U
. - - - - - - - ...

A
-

3

H

?
P 1

8

2 R U R U



4 W S
- - - - - - -

l M
1 L
F C 8

H 7 R U R U

- - -. . . .

L ?
1 B A
A 8

H 5 “ U R V

- - -- -- -

D M
A

B 8

H 4 R U R U

- - - - - - - . -

D N
1

P 8

‘ 2 R ‘ R U

------ ------- -------- -- ---------------- ---------” ------ --------- -------
D P
2 S
C S 8

H 1 R U R U

.--------?-. --------- -------- --------- -------- ------------ --------- .,--,.

J R
2 T A
G J 8

H 9 R U R U

- -- - - - - ..

D S
B C

C S 8

H 2 R U R U

- - - .......- -

A S
1 K
) 8

HTele:303595 8950 R U
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4/16 192 W S- -- - - - -
.uz Se\’illano
1021 King St.
Denver, CO’80204

HTele:303 595 89!50 REL1: PIL USER1: III REL4: USER4:

----- ------ ------ ------ ------- ------- --------- ------ ----.- ----------- “

Julie Smith
77 Baker Ave., Bx. 28
B 8

H 5 R U R T

----- ------ - ----- ------ ------ ------- ------ ---a-- ------ -------- -,---..- ----

T S
Bpllevlew, Apr. 309~

E 8

H 6 R I R U

----- ------ ------ ------ ------ ------- ---..--- ------ ------ ------ ---.--- --

Yvette.Tanner
2 C V
C 8

! 7 R U

- - - - - - -

REL4: ~sER4:

----- ------ - - -

b i.) ~
l O
A 8

H 4 R IJSER1:111 REL4: IJSER4:

-----------------------------------,.-------------.,---.,.-----------------

Lee Turner
2222 Carmel
C S 8

H 6 R U R U

- - - - - - - - - - *

K V
2 H
D 8

H 4 R U R T
- - . - - - - “ - -
J W C
4 1 A
) 8

H 4 R U R l
- - - - -- - - - .
‘ W
1 S
D 8

H 1 R U R ‘
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P P
1 P

T A
D R

B 0

DawnAnderson
61 RandolphAvenue
Meriden,CT 06450

B
R C

M 0

K B
E D

B 0

J C
3 L P
M 0

K C
3 L P
N 0

G C
C S
H 0

Ms. BarbaraCoppolla
411 Hoop PoleRoad
Gilford,CT 06737

R D
5 G S
W 0

Ms. LauraGlumb
1 OakwoodCircle
Ellington,CT 06029

Ms. ClaudeHolcomb
2 Park Place,Apt. 20
Hartford,CT 06106

Mr. CharlesHurlburt,Jr.
339 HuntingHill Avenue
Middletown,CT 06457

Ms. CarolKimball
168 CurtisStreet
Meriden,CT 06450

Ms. LauraMickles
265 CollegeSt.,Apt. 5P
New Haven,CT 06510

Ms. Deb Nelson
10 Tuckahoe Road
East Granby, CT 06026

Ms. BarbaraSeeley
33 PoplarStreet,Apt. 38
New Milford,CT 06776

J S
P S
M 0

Ms. Joan Vanasse
7 Maple Avenue
Wolcott, CT 06716

ClaireFowler Ms. Joy Zappone
102 RidgecrestRoad 44 CenterStreet,Apt. 51
Wallingford,CT 06492 Waterbury,CT 06702

M F M Z
T C C S

T 0 W 0

****************************************
* CONNECTICUTPIP GRADUATES *
* N.D.--Receivedpriorto 1992Academy*
***********!.*********************%*+****
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PARTNERS IN POLICYMAKING
1991 PARTICIPANTS

Ms. Marthe Berlepsch
851 EvergreenAvenue
Hamden, CT 06518
(203) 248-1527

He. Hargaret Boland
20 Sorgham Hill Road
Cheshire,CT 06410
(203) 746-1935

Ms. SueanBoyle
31 Inglenook Drive
New Fairfield,CT 06812
(203) 272-7923

Ms. Ruth Cantor
25 JudithDrive
Danbury,CT 06811
(203)748-4096

Ms. Margaret Castler
718 Cornwall Avenue
Cheshire, CT 06410
(203) 272-7606

Ms. Luiza Cuccureddu
52 Sheila Court
Bristol, CT 06010
(203) 585-0543

Ms. Lorraine DeFreitaa
21 Hanser Drive
Vernon, CT

8

Ms. Rita Fiero
H i

W CT
6

Ms. Jean Landry Harpin
71 Old Coach Highway
Hamden, CT 06518
(203) 281-4358

Ms. Linda Jordan
85 Robin Road
W Hartford, CT 06119
(203) 236-3910

Ms. Marilyn Xitler
45 Shagbark Road
Glastonbury, CT 06033
(203) 659-9304

Heritage Circle
Clinton, CT 06413
(203) 669-3140

Ms. Anita Nesci
5 Lilac Lane
Farmington,CT 06032
(203) 674-9541

Ms. Lynn Owens
P.O. Box 2
Hebron, CT 06248
(203) 228-9541

Ms. Sherry Perkowski
33 Calhoun Road
Wallingford,CT 06410
(203) 265-0018 (work)
(203) 269-9968 (home)

Ms. Nancy Roko
6 West Point Road
East Hampton, CT 06424
(203) 267-8298

Ms. Jewel Shuey
11 Wood Duck Lane
Tarrifville,CT. 06081
(203)658-2971

Mr. Emil Sopoliga
42 Bowers Hill Road
Oxford, CT 06478
(203) 888-1332

Ms. Mary Ann Sopoliga’
42 Bowers H Road
Oxford, CT 06478
(203) 888-1332

Ms. Mary Sutton
55 Brookside Village

Mr. David Kimball
68CurtissStreet
Meriden, CT

2
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Dustin Domanzskii

)

D
P F I 6
7

K D
4 N K
W C I 6
7

S E
B A

P I 6
7

B G
Dewey

Inverness, Illinois 60”067
708/991-7945

Ron Gilbert
906 N. 5th
Springfield, Illinois 62702
217/744-7950

Debbie Goodman
3 Miller Lane
Caseyville, Illinois 62232
618/236-9096

Jane Klimas
2507 Brookwood Drive
Flossmoor, Illinois 60422
708/798-3874

J M
C S

D I 6
8

S O
5 A
M I 6
3

B O
1 O L
L I 6
7

,
.-..
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., . . ,.-.

. .. . ..
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1991PARTNERSINPGLICYWX.WG WWICIPANT Ll=

BarbaraKeller
5745 Tarrytown
BatonRouge,LA 70808
h) 504/928-0750

M Lindley
607 BankAvenue
NewIberia,LA 70560
h) j 18/369-3901

E l i“ ML a
9 G T A
B Rouge,LA 70814
h) 504/925-2727
o) 504/926-5960

~ Ozier
2450 MidwayStreet
Alexandria,LA 71301
hJ 318/448-3669
O) 3 18/487-2061

JaneyPeacock
6038 WarwickCt.
NewOrleans,LA 70131
h) 504/393-7212
0) 504/392-0 172

SuzannePerret
4161LacCoutre
Harvey,LA 70058
h) 504/366-9042
O) 5 0

RuthieScottPlayer WendyWolf
206 TanglewoodDrive 1115Crete
Monroe,LA 71202 NewOrleans,LA 70119
h) 318/325-5488 h) 504/486-2792

O) 504/522-1955
RobinReynolds
1 O S
P L 7
h )1
O) 3 18/798-9 100

CatherineRushin
203 E.QueensDr.
Slidell,LA 70458
h) 504/847-0772

DonnaSpears
1618MagnoliaDrive
Jennings,LA 70546
h) 318/824-4942

JoeTatum
138E.EganStreet
Shreveport,LA 71101
h) 318/424-1860
O) 318/424-8263

M.J.Terrebonne
7066 Government Street

BatonRouge,LA 70806

h)S04/926-9904

O)s04/342-9479

Anthony Whittington

5 SpainStreet
NewOrleans,LA70122
h) 504/288-9855

27



1991 L

PatriciaEHackburn
417 DavisDrive
Luling,LA 70070
h) S04/785-8695
O) 504/245-6827

JohnsonBuquet
5I6 Prevost ljrive
Houma,LA 70364
h) 504/868-5698

Alleanj. Cates
P.0. Box591
Zwolle,LA71486
h) 318/645-4614

LindaDangerfielci
Route 1,Box548
Ecigard,LA 70049
h) 504/497-8728
())5~4/44(j-I559

Gordon“Buddy”Day
Route 2, Box625
Marion,LA 71260
h) 318/292-4711
0) 3 18/Z97-Lfd21

AlainnaDeSoto
1213YoistStreet
Alexandria,LA 71301
h) 318/487-0208

BillEllis
1011KnollhavenDrive
BatonRouge,LA 70810
h) 504/752-7248
O) 5

RobertGibson
1709BonnieStreet
Metairie,LA 70001
h) 504/854-0801

M G
1 S C C
L aL 7
h 3 1
O 318/23j-3903

L H
2 h L
M L 7
h S1 8
o 5 1 1

T J
6 W J eS
A 4 B 3
G oL
h s 01

M J
1 S C A 7
M aL 7
h s 0
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Partnersin Policymaking--YearI

R ( J
N l A E

D M 5
H (
W ( 2 E 6
Dept: DisabledStudentServices

Ms. CarolJ. Kelly
Route 1, Box 140
Pinewood,Minnesota 56664
Home: (218)243-2814

Mr. LakeNormanKissick,Jr.
c/o P R
1022Heyl Road
Wooster,Ohio 44691
Home: ()
Work: (800)642-8255

Mr. PaulKramer
13512ParkwoodLane
Burnsville,Minnesota
Home: (612)892-5548
Work: (612)445-1431

Ms. S Kramer
1 P L
B M
Home: (612)892-5548

EleanorR. ‘BUnnYw

55337

55337

Paschke
333 NortheastFifth~venue
Chisholm,Minnesota 55719
Home: (218)254-4357
Work: (218)262-5221

Mr. ErnestC. Pearson
802 87thAvenue,West
Duluth,Minnesota 55808
Home: (218)254-4357
Work: (218)727-5052

Ms. ReneePritzker
618 FairmountAvenue
St. Paul,Minnesota 55105
Home: (612)297-0616

Mr. Frederick C. Reich
5616 Tower Avenue
Superior, Wisconsin 54880
Home: (715) 394-9594

Ms. Linda Rother
782 Sunset Drive
Eagan,Minnesota 55123
Home: (612)454-3537

Ms. Barb Rousslang
214 SouthwestSecondS
Wadena,Minnesota 56482
Home: (218)631-4582

Ms. PhyllisRuper
125 Northwest12th Street
Chisholm,Minnesota 55719
Home: (218)254-4788

Ms. L S
l A N

S P M 5
H ( 4

C S
7 A S
R M 5
H ( 8

N S
2 W Street,Apt. 119
St. Paul,Minnesota 55113
Home: (612)483-1552

Ms. RebeccaBlackSusag
25075OrlandoAvenue
CannonFalls,Minnesota 55009
Home: (507)263-2725

Mr. RobertJ. Tuma
7250 FarWellAvenue
Lonsdale,Minnesota 55046
Home: (507)744-2723
Work: (612)469-4144

Ms. LorrieUfkin
P.O. BOX 67
Sherburn,Minnesota 56171
H (507)764-8226

Ms. TerriWolak
14 SeventhAve.,North,Ste 032
St. Cloud,Minnesota 56301
Home: (612)259-9292
Work: (612)259-4032

29
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*
*

MINNESOTA PIP GRADUATES *

~ N.D. - Received prior to 1992 Academy ~
******************************************

P~ IN POLICYMAKING

z
Revised 11/7/91

Ms. S A
4 3 A N
G V M 5
H ( 5

A A
R
G M M 5
H ( 3
W ( 3

D B
2 L A N
M aC 5
H ( 4
W ( 3

J B
3 L E A N
L E M 5
H ( 7

S B
H S

M M 5
H (
W ( 3

C ‘ D
1 5C
B M
H ( 4
W ( 8

.

55337

Anne K D
P
B M 5
H (
W ( 2

R E
D R #

C M 5
H (

Ms. Kim M. Flesner
11205 West River Road
Champlin, Minnesota 55316
Home: (612) 427-2296

Mr. Ted L. Frase
159 Pike Lake
Duluth, Minnesota 55811
Home: (218) 729-8397
Work: (218) 624-1500

Ms. Lynne R. Frigaard
201 Ordean Building
Duluth, Minnesota 55802
Home: (218) 525-1287
Work: (218) 726-4745

Ms. Karen A. Gorr
BOX
G M 5
H ( 2

L G
R
D R M 5
H ( 2
W ( 2

P C G
6 4 S N
N P M 5
H ( 7
W ( 4

J H
1 T T
E M 5
H ( 4
W ( 4

B J
Tuscarora

St. Paul,Minnesota 55102
Home: (612)222-6247
W ( 2

28



Partnersin Policymaking--YearII

Ms. Julie M. Miles
6350Highway25, North
Brainerd,Minnesota 56401
Home: (218)829-8503
Work: (218)828-2201

M
D R #

C M 5
H ( 3
W ( 9 B 2

Ms. CindyMorrissette
2130Ames Avenue
St. Paul,Minnesota 55119
Home: (612)731-6230

Ms. Anne Murray
1601JulietAvenue,West
St. Paul,Minnesota 55105
Home: (612)698-0507

M B N
1 2 S N
W M 5
H ( 2
W ( 2

and F afternoons)

Ms. Jan Ormasa
1841PinehurstAvenue
St. Paul,Minnesota 55116
Home: (612) 698-3283

M Peggy Peer
502 Granite
Cloquet,Minnesota 55720
Home: (218)879-6833

Ms. SusanJ. Pflager
127 1st Street,Northwest
Faribault,Minnesota 55021-5124
Home: (507)
Work: (507)

Ms. SallyReardon
315 3rd Street,North
S St. Paul,Minnesota 55075
Home: (612)224-9829
Work: (612)451-6822

Ms. JewelT. Rockbsock
BenningtonRoute,Box 132
Blackduck,Minnesota 56630
Home: (218)835-4657

Ms. PatriciaRunia
RuralRoute 1, Box 3AA
Appleton,Minnesota 56208
Home: (612]289-1709

Mr. ThomasJ. Schwartz
7333Ann court
EdenPrairie,Minnesota 55344
Home: (612)829-7625
Work: (612)934-2555

Ms. MicheleSteele-Kihanya
1206071stPlace,North
MapleGrove, Minnesota 55369
Home: (612)425-0246
Work: (612)754-1750

Ms. DebbieTessar
817 SaukRidgeTrail
Madison,Wisconsin 53717
Home: (608)836-8122

Mr. KennethTice
2900FourthStreet,North
M M 5
H ( 5
W ( 8

Mr. PhilipThompson
1625 13th A S

C M 5
H ( 2

M V
S S A

S V M 5
H ( 3
W ( 2

L Z
R A
B E M 5
H ( 7
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P ~

R 9

Ms. J B
I V R 8

I F M 5
H ( 2
W ( 2

C C
R 1
H M 5
H ( 5
W ( 5 (

R D
1 G
L M 5
H ( 4

G E
1 S R

P M 5
H ( 4
W ( 6

M E
2 B C
M H M 5
H ( 6

B G
5 C D
E M 5
H ( 9
W ( 3

L H
K D N

B M 5
H ( 8

M H
1 H D
B I 8
H ( 3

S K H
6 V C L
B P M 5
H ( 5

Mr. J
W D

O M 5
H ( 4

L H
8 J L S
C G M 5
H ( 4
W ( 4

D J
W D

P M 5
H ( 2
W ( 2 (

2 d a w

K C
( K

1 F
R M 5
H ( 4
W ( 6

B K
2 S S
M M
H ( 3
W ( 6

K L
2 H A
F M
H ( 3
W (

A L
1 2 S
L M
H ( 2

I

I5

5

M A M
4 O D
E M 5
H ( 4
W ( 2
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P~3HP0LICXMAKING

Revised4/8/92

Ms. CeciliaAnderson
Route1, Box 95
Belview,Minnesota 56214
Home: (507)938-4285

Ms. ElizabethAnderson
10045UnionTerraceLane,North
MapleGrove,Minnesota 55369
Home: (612)424-3716

Ms. JanetL. Doud
1165LincolnCourt
St. Paul Park,MN 55071-1483
Home: (612)458-8369
Work: (612)646-8342

Ms. Kay E. Burnison
8950 178thCirclerNorthwest
Anoka,Minnesota 55303
Home: (612)441-5692
Work: (612)725-5525

Ms. Mary Kay Carlsen
4509ChatsworthCourt,West
Shoreview,Minnesota 55126
Home: (612)483-6252
Work: (612)481-2559

Ms. l)eboraE. DeGroot
P.O. B O247
107 4th Street
Danube, Bl~nnesota 56230-0247
Home: (612) 826-2399
Work: (6.1.2)523-2570(leave

a message)

Ms. Pat Frank
3303 53rdAvenue,N, #4
BrklnCntr,Minnesota 55746-3449
Home: ()
Work: ()

Mr. John D. Gurney
10260SandyLane
Big Lake,Minnesota 55309
Home: (612)263-2672
Work: (612)295-5151

MS. WendyHansen
Box 2 ESRI
GrandMarais,Minnesota 55604
Home: (218)387-2657
Work: (218)387-2282(parttime)

Ms. JaniceHelms
949 RedwellLane
AppleValley,Minnesota 55124
Home: (612) 432-3617

Mr. W. StephenHodder
Route5, Box 324
Princeton,Minnesota 55371
Home: (612)389-5659

Ms. Lois Holleman
1600Oak HillsRoad, SW
Bemidji,Minnesota 56601
Home: (218)759-9311
Work: (218) 751-8670

Ms. MaureenP. Horton
1804PrincetonAvenue
St. Paul,Minnesota 55105
Home: (612)690-2709

Ms. LaAnnKruft
501 East Fir Avenue
FergusFalls,Minnesota 56537
Home: (218)739-3033
Work: (218)739-3602

Ms. CherylLucas
9215ShannonLane
Hamel,Minnesota 55340
Home: (612)420-2053
Mr. RiohardMathison
374 SturgisStreet
St. Paul,Minnesota 55102
Home: [612)222-5937

Ms. AnnetteMeyer
RuralRoute 1, Box 30A
SpringValley,Minnesota 55975
H ( 3
Work: (507)346-2692
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Partners in Policymaking--Year

Mr. David Hancox, Trng. Dir. Ms. Colleen Wieck, Ph.D.
Minnesota GOV8S Planning Council Executive Director

on Developmental Disabilities Minnesota Govts Planning Council
1313 5th Street, Southeast on Developmental Disabilities

Suite 302, Box 24 300 Centennial Office Building
Minneapolis, Minnesota 55414 658 Cedar Street
Work: (612) 349-2559 St. Paul, Minnesota 55155

Work: (612) 296-4018

32



Partnersin Policymaking
Year III

Mr. David Hancox, Training Dir. Ms. Colleen Wieck, Ph.D.
World Institute on Disability Bxecutive Director
University Technology Center Mhnesota DD Council
13135th Street,Southeast, 300 CentennialOfficeBuilding
Suite302,Box 24 658 CedarStreet

Minneapolis,Minnesota 55414 St. Paul,Minnesota 55155
Work: (612)349-2559 Work: (612)296-4018
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Partnersin Policymaking
Year III

Ms. LuAnnMariePanning
1401CrestDrive
Chaska,Minnesota 55318
H ( 4
W ( 4

L P
9 B A
B lM
H ( 8

C R

55425

325 A A
R Minnesota 55902
Home: (507) 288-5960

Ms. Wendie K. Rautio
7240 Y A S
E M 5
H ( 8
W : ( 6

B S
7 A S
R M 5
H ( 8
W ( 3 E

M S
9 F L
M G M 5
H ( 8
W ( 3

B S
B A
P M 5

H ( 7

N S
3 C A S U
M iM 5
H ( 8

Ms. Swenson
4604UptonAvenue,South
Minneapolis,Minnesota 55410
Home: (612)925-4716

Ms. PamelaSwensonTaylor
406 14thAvenue,North
Hopkins,Minnesota 55343
Home: (612)935-8392

Ms. ReneeWalbert
19D HawthorneVillage
Franklin,Massachusetts02038
Home: (508)533-5441

Ms. JanelWanttaja
5611MavesTrail
PriorLake,Minnesota 55372-1937
Home: (612)

Ms. J W
4 G A S
M M 5
H ( 8
W ( 5

K W
5 I A
E M 5
H ( 9

J W (
104 3rd Street, Northwest
Crosby,Minnesota 56441-1416
Home: (218)

Mr. Mike Williams
216ArborLane
Burnsville,Minnesota 55337
Home: (612)894-0829
Work: (612)894-0834

Ms. JoAnnWiltscheck
520 Northwest6th Streetr#2
Faribault,Minnesota 55371
Home: (507)332-7619
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Partnersin Policym*ing--Year4

Revised4/8/92

Ms. Diane K. Nelson
2645 Oak Circle
Cambridge, Minnesota 55008
(612) 689-9687

Mr. Hayward Norman
1225 Hague
St. Paul, Minnesota 55104
(612)

Mr. PaulM. Odland,DDS
NorwoodDentalAssociation
P.O. Box 175
Norwood,Minnesota 55368
(612)553-9505
(612)467-3518

Mr. Troy Peterson
180Wayzata
St. Paul,Minnesota 55117
(612)

Ms. BarbaraJ. Romkema
112 6th Street,North
Melrose,Minnesota 56352
(612)256-4990

Ms. VirginiaRudberg
521 BirchStreet
NorthBqanch,Minnesota 55056
(612)674-8844

Ms. Mary Therneau
104 WillowLane
GrandRapids,Mimesota 55744
(218)326-8102

Ms. RaeAnn Thole
6520 ZaneAvenue,North,#403
Minneapolis,Minn. 55429-1569
()

Ms. SusanG. Warner
5655HumboldtAvenue,N
BrooklynCntr,Minnesota 55430
(612)560-9694
(612)863-5318

Mr. JamesD. Williams
MCIL
1619DaytonAvenue,Suite303
St. Paul,Minnesota 55104
(612)323-1553

X K Willhnus
20 2nd St, NE, Apt. #606
Minneapolis,Minnesota 55413
(612)331-4831
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P.ARTHRRS IN ~LICYXZUUXG

( 4

Mr. William James Anderl
4911 33rd Avenue, North
Golden Valley, Minnesota 55422
(612) 529-5008

Ms. Ellen L. Arnt-Malone
2605 Broadway, Box 256
Slayton, Minnesota 56172
(507) 836-8398
(507) 763-3772

Ms. Lynn Bach
14017 White Birch Road
Minnetonka, Minnesota 55343
(612) 546-4900

Ms. Marbry Jean Bernard
Route 3
Milaca, Minnesota 56353
(612) 983-2372

Ms. Charlotte Carlson
112 North Hudson
Spring Valley, Minnesota 55975
(507) 346-2935

A C
2122 South 9th,Street
Minneapolis, Minnesota
(612) 340-9901

Ms. Peg Davis
Route 2, Box 231
Bovey, Minnesota 55709
(218) 245-1302

Mr. David Dressen

5

14126 Balsam Blvd, Box 132
Becker, Minnesota 55308
(612) 682-1394

Ms. P G
1 8 Avenue,North
MapleGrove,Minnesota 55369
(612)420-4247

Ms. PamelaG. Gonnella
792 SunsetDrive
Eagan,Minnesota 55123
(612)452-0414
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Mr. Kurt Greniger
1522040thAvenue,N
Plymouth,Minnesota 55446
(612) 550-1828
(612) 931-6332

Ms. L G
5 1 S W
A V M 5
( 8

T H
R
W M 5
( 3

J H
6 C A
I H M 5
( 4

C J
S N

M M 5
( 5
( 3

S K
6 G F R
M M 5
( 4

M L
7th Stxeet, Northeast

LittleFalls,Minnesota 56345
(612)632-9324

Ms. Jean Little
114 5th Street, SE, #408
Minneapolis,Minnesota 55414
(612)379-3305
(612)349-2560

Ms. Lin Magnusson
5753 21stAvenue,South
Minneapolis,Minnesota 55417
(612)722-3832



Partnersin Policymaking--Year5

Mr. AldenKeiski
6125NicolletAvenue,S
Minneapolis,Minnesota 55419
(612)

Ms. PatriciaKimbrough
3644PortlandAvenue,S
Minneapolis,Minnesota 55409
(612)824-1468

Mr. Mark E. Knutson
3300 66thAvenue,North
BrooklynCntr,Minnesota 55429
(612)556-3622

Ms. ChristineKosek
114 5th St., SE, #206
Minneapolis,Minnesota 55414
(612)331-6958

Dr. DavidKretzschmar
103 ClearwaterAvenue,N
Bagley,Minnesota 56621
(218)785-2550

Ms. LaVonneJ. Reedy
Route 1, Box 38
Faxwell,Minnesota 56327
(612)886-5335

Ms. Phoebe Alice Renken
1400 2nd St., S, #C-109
Minneapolis,Minnesota 55454
(612)332-2581

Ms. Lynn M. Schwieder
RuralRoute 1, Box 196A
Utica,Minnesota 55979
(507)932-4074

Mr. John G. Smith
3614BrookdaleDrive
BrooklynPark,Minnesota 55443
(612)560-0786

Mr. Rand Stenhjem
14341GlendaDrive
AppleValley,Minnesota 55124
(612)431-2083

Ms. MarselleTracy
835 Millwood
Roseville,Minnesota 55113
(612)481-8910

Ms. HeidiWagner
14666BeaconCircle
Minnetonka,Minnesota 55345
(612)930-0669
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P P
5

( 4

B
2 S S tA
M iM 5
( 3

P B
R A

G R M 5
( 3

E C
1 F A
A V M 5
( 3

P C
T S

F M 5
( 2

J C
1 1 A
C R Minnesota 55433
(612) 757-3685

Ms. Jane Dverre
Augsburg College
Minneapolis, Minnesota 55454
(612) 330-1501

Ms. Tina Eidelbes
909 5th Street, South
Moorhead, Minnesota 56560
(218) 236-8668

Ms. Alana Fiala
1900 Bear Path Trail
Eagan, Minnesota 55122
(612) 688-7010

Ms. Gert Freeberg
218 South Central Avenue
Chisholm, Minnesota 55719
(218) 254-3467

F
E S

B Earth, Minnesota 56013
(507) 526-5742

Ms. Anita Gitchaway
3910 Thomas Avenue, North
Mhneapolis, Minnesota 55412
(612) 521-8334

Ms. Mary L. Golike
15654 Harmony Way
Apple Valley, Minnesota 55124
(612) 891-2818

Mr. Rodney Griffen
8151 45th Avenue, #107
North New Hope, Minnesota 55428
(612) 537-6262

Ms. Antionette Grossleh
3407 l16th Avenue, NW
Coon Rapids, Minnesota 55433
(612) 421-2829

Ms. Barbara Hartwell
11517 23rd Avenue
Burnsville, Minnesota 55337
(612) 894-5090

Ms. Linda Heir
806 131st Avenue, NE
Blaine, Minnesota 55434
(612) 757-6031

Ms. Lea Heofer
2876 County Road 74
St. Cloud, Minnesota 56301
(612) 252-0097

Ms. Jari Johnson
1009 M
W M 5
( 3
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18. VICTOR RAMIREZ
1900 CORONA
AUSTIN, TX 78723
(512) 926-6950
(512) 474-6717 DAYTIME
(512) 474-6717 DAYTIME

19. RAYMONDREED
6916 PROVIDENCE
AUSTIN, TX 78752
(512)453-1349
(512)474-6717DAYTIME

20. OLGA V. RIVERA
P. O. BOX 1394
EAGLE PASS, TX 78852
(512)773-2571
(512)773-6044DAYTIME

21. MARGARETROBINSON
4700 VIRGINIA#118
AMARILLO, TX 79109
(806)353-3616
(806)352-1500DAYTIME

22. KAREN M. SCOTT
5118 SOUTHBOWIE
AMARILLO, TX 79110
(806)353-0194DAYTIME

23. CANDYM. SHEEHAN
759 PELICANLANE
COPPELL, TX 75019
(214)462-7830DAYTIME

24. KATHIESNOW
250 SUNNYWOODLANE
WOODLANDPARK,COLO 80863
(719)687-8194DAYTIME

25. JEAN STARNES
803 BOYD
MIDLAND, TX 79705
(915)687-4147
(915)686-7355DAYTIME

26. SHARONSTRICKLAND
705 BRADLEYDRIVE
PAMPA, TX 79065
(806)665-8690
(806)665-2341DAYTIME

27. IDAA. VILLEIA
2512S. HACKBERRY
SAN ANTONIO, TX 78210
(512)648-0152
(512)534-3836DAYTIME

28. HARVEYLEE WALKER
2719 SHADOWCOURT
ARLINGTON, TX 76006
(817)640-8143
(214)361-4201DAYTIME

29. GLENDAR. WILLIS
P. O. BOX 1261
LEAGUECITY, TX 77574
(713)334-2604

30. JAMES R. WISE
8801McCann, Apt. 114
AUSTIN, TX 78758
(512) 454-0083
(512) 474-6717 DAYTIME
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PARTNERS IN POLICYHAKIN6REUNION

NANES AND ADDRESSES

SUSANBAKER
719 SOUTHHILLSTREET
ALVIN, TX 77511
(713)585-8863DAYTIME

JAMESA. BROWN
120 AUTUMNDRIVE
CLEVELAND, TX 77327
(409)838-9911DAYTIME

LARRYCHEVALIER
1500 E RIVERSIDED A 1
A UT 7
( 54 4

LETTITIACLAY
1515SHAFTER
SAN ANGELO, TX 76901
(915)655-3205DAYTIME

SHIRLEYCOKER
RT. 1 BOX 223
FARMERSVILLE,TX 75031
(214)782-7730DAYTIME

DANA MARIEDAY
2701 N. “A”
MIDLAND, TX 79705
(915)682-9771
(915)682-6721DAYTIME

DARLA FOSTER
2231OLD CHOCOLATEBAYOUROAD
PEARLAND, TX 77584
(713)485-2893

KATHLEENJ. GRIFFIN
8314 MINNESOTA
HOUSTON, TX 77034
(713)946-1731DAYTIME

HALTERHART
210 A WILKINSON
ARLINGTON,TX 76010
(817)275-8797

10.

11.

12.

13.

14.

15.

16.

17.

JANETE. KIRKPATRICK
RT. 1 BOX 114-B
SAN MARCOS, TX 78666
(512)353-8286HOME
(512)672-7561WORK

PATRICIAKISER
6022KILLARMETDRIVE
CORPUSCHRISTI, TX 78413
(512)854-7781
(512)939-2719DAYTIME

MARTINL. LOPEZ-WILSON
1584DIEGORIVERA
EL PASO, TX 79936
(915)857-0791DAYTIME

PATRICIAMCDONALD
1612HUNTINGGREEN
FT UORTH, TX 76134
(817)551-7763DAYTIME

LOUISAMARIEMCKINNEY
6037 HILTONSPUR
FT HOOD, TX 76544
(817)539-3120DAYTIME

LINDAMARCY
2819 74TH PLACE
LUBBOCK, TX 79423
(806)745-4032
(806)793-8111DAYTIME

J K M
1 S R
A T 7
( 4 D

GARY PEMBERTON
1530 EVERGREEN
LEHISVILLE,TX 75067
(214)436-4255
(214)880-2385DAYTIME
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19. SHELLEY KAYE LAMM
4343 BAYLISS
SAN ANTONIO,TX 78233
(512)653-0542
(512)824-7301DAYTIME

20. FELIPELOERA
2604 S. 2ND
AUSTIN,TX 78704
(512)444-6853HOME

21. CAROLINAMENDIOLA
327 ADA
SAN ANTONIO,TX 78223
(512)534-2682HOME

22. R OM I
P O B 5
D AT 7
( 49 2

23. KIM MURPHY
RT. 2, BOX 531
SAN JUAN,TX 78589
(512)781-1120DAYTIME

24. BECCYRATLIFF
1100ELDERBERRYCOURT
BENBROOK,TX 76126
(817)249-6575

26. SHIRLEYTHOMPSON
4520MARK TRAILWAY
DALLAS,TX 75232
(214)330-8340

27. PAULINETORRES
P. O. BOX 1102
BRADY,TX 76825
(915)597-1037
(915)597-3406.DAYTIME

28. BETTYCROSS“B.C.” WHIGHAM
4940 PALUXY,#188
TYLER,TX 75703
(903)561-3012

29. CLAUDEWLSON
3502 CLARK
SAN ANGELO, TX 76904 ~~?
(915) 949-8694
(915) 942-6601

30. DEBBIE ZAVALA
717 BROADWAY,#2.
GALVESTON, TX 77550
(409) 763-4775
(409) 762-7832

25. CATHIEROLF
RT 1, BOX905
COOKVILLE,TX 75558
(903)572-0886
(903)572-6693DAYTIME
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2.

3.

4.

5.

6.

7.

8.

9.

BEUFORDAKERS
13400BLANCORD. APT. 907
SAN ANTONIO,TX 78216
(512)554-9156
(512)493-7038DAYTIME

JUDY ALLEN
453 HIDDENFORESTLN
LONGVIEW,TX 75605
(903)663-2819DAYTIME

ROBERTBRIDWELL
3702 SANTAFE
CORPUSCHRISTI, TX 78411
(512)854-9288
~512j886-1228
A D D I T I ON O: ( 5 18 5 4 -

BRENDACOLEMAN-BEATTIE
BOX 5789

AUSTIN,TX 78763-5789
(512)328-9055
(512)473-3392DAYTIME

TINACOPELAND
462 LORING
HORIZONCITY,TX 79927
(915)852-4723DAYTIME

CARLOSCORDOVA
5526 SILVERMAPLE
ARLINGTON,TX 76018
(817)468-4861
(214)266-4524DAYTIME

VALERIEIRENECROWLEY
5610 WADDELL
FORT WORTH,TX 76114
(817)626-4311DAYTIME

DUNNING
5309 FARRAGUTDR
ARLINGTON,TX 76018
(817)468-4520
(214)754-1410DAYTIME

PATRICIADURHAM
222 GENOA
LUBBOCK,TX 79416
(806)791-2633HOME

HAY 1992

10.

11.

12.

13.

14.

15.

16.

17.

18.

JOE FISH
4210 PARAMOUNT#145
AMARILLO,TX 79109
(806)358-8962
(806)352-1500DAYTIME

ANDY FITZ
12703GAYIAWOOD
HOUSTON,TX 77066
(713)580-7113HOME

MARY FORD
365

WHEELER,TX 79096
(806)826-5976HOME

CARROLYNGRISWOLD
226 ECHO GLENWEST
HOUSTON,TX 77076
(713)691-3711

JANET LYNNHARVICK
BOX 443
TAHOKA,TX 79373
(806)998-5380
(806)998-4170WORK

SCOTTIEHOLTON
926 RENNIE
KATY,TX 77450
(713) 578-2593 DAYTIME

ALICIAHUDSON
15 QUIETOAK CIRCLE
THE WOODLANDS,TX 77381
(713)367-6056
(713)750-5619DAYTIME

LAURAHUGHES
715 PAM DRIVE
TYLER,TX 75703
(903)561-5908
(903)566-7170DAYTIME

DOROTHYHULL
ST 97 LAKECHEROKEE
HENDERSON,TX 75652
(903)643-0936

42



z
H

z

4& n


