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Mlnnesota Follow-up Study: . - - " . FY 1995 Cost of Care
“What Happens to Young Adults - Rate at RTCs Announced

with Disabilities after High School? . Minnesota Department of Human

Concern about what happens to youth with disabilities once they leave high Services (DHS) recently announced the
school has been a national priority for the past several years. Interviews with  daily rates for the Cost of Care in o
" 388 young adults with disabilities throughout Minnesota were conducted in the Regional Treatment Centers (RTCs) for ,
summer of 1993, and the results were recently published in 1994 Minnesota persons with mental retardation and . a
Post-school Follow-up Study, by the Institute on Community Integration,  related conditions. Effective July 1,

] Umvgrsnty of Minnesota, under contract with “the Interagency Office on’ 1994, the daily charge for care for each
Transition Servxces, Minnesota Department of Education. - 7 person at the seven RTCs will be $324

- The study was conducted in the following communities: Albert Lea, Duluth, per day, or $115,344 per year. This is
Hopkins, Minneapolis, New Prague, Rochester, St. Cloud, Thief River Falls, only a slight increase from last year’s :
Willmar, and Windom. The former students interviewed had left high school rate of $310 per day; $113,150 per year.
between 1988 and 1992, and had been diagnosed with a primary disability in. the ’ :
following categories: . leaming disability (N=148);- emononal/behavnoral g
disorder (N=55); xmld mental impairment (N=095), and ‘moderate/severe
- disability (N=90). Ninety-two percent of the individuals interviewed were

"~ high school graduates. Major findings of the study included:

Employment: Eighty percent of the young adults were employed; 50 per-  As of June 1994, the total populatlon of
cent in competitive jobs, 13 percent in supportéd employment, and 16 percent. . persons with mental retardation and re-
in sheltered employment. - Among the 20 percent who were unemployed at the ~  Jated conditions residing in all seven

’ time of the interview, only 9 perceat had never been employed. Those working RTCs was 702. RTC populations have

- in competitive jobs found work through personal contacts (i.e., self/family/ . decreased consistently over the past
fnen& networks). Supported employment services weré used priimarily by youth A yearé: 862 residents in 1993; 1,033
in the mild mentally impaired and moderate/severe disability groups. A much residents in 1992: and 3.065 residents in
larger percentage of yourig adults in the moderate/severe disability group y ’
(56 percent) worked in sheltered employment settmgs in comparison to the
other groups. o

Postsecondary Educatnon ‘and* Training: Nineteen percent of the  For more information, contact Larry
“respondents (mostly individuals with learning disabilities) were <nrolled i in, or Houff, Reimbursement Division, Depart-
had completed, technical college, community college, or university/four year ment of Human Services Building, 444
college, or an apprenticeship. However, most of the remaining responBents had Lafayette Road, St. Paul, MN 55155-
never considered enrollment in postsecondary education and training programs. 3824. 612/296-4889.

Living Arrangements: Most young atlults (62 percent) lived in their family : : ' N
homes, and very few ‘participated in programs that prepare individualsto liveon - ' :
their own. Forty-one percent were on a waiting list for somewhere else to live. ~

-+ Social Networks: Nearly two-thirds (66 percent) of the sample had social e~ —~——~———
networks ranging from three to eight people. Young adults.in the moderate ~ J__ . " '
gevere disability group had the fewegst number of personal friends in their social Inside ThlS IS_SL_le. B
networks, but included more staff and professnonais

Recreation and Leisure Activities: "Watchmg TV/listening to music™ and
"going out to eat" were the two most popular recreation/leisure activities.. .
Young adults with learning disabilities were more likely to spend their free time
engaged: in social activities than others i in the sample. i

Community Participation and Cltlzenshnp Most of the deVlduals with o CDSt-Effecfl:VE Personal
leammg dxsablhtles a.nd those with emotional/behavior disorders-drove a car or Assistance Services ' -

- Follow- up ¢ontinued -on page two . o .

DHS calculates interim charges on a per’
diem basis for each fiscal year by
dividing the sum of all anticipated costs
by the pro;ected resxdent days.

1977 (or, a reduction of 77\' percent over-
the past 17 years). -

/

e Leadership Institute Held in
Minneapolis
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Lending Library

The. followmg resources are available on loan;
publications for three weeks; , videotapes (VHS 1/27
cassette) for two weeks. The only cost to the
borrower is the return posuge

' Pubhcatnons

How to Get Services by Bemg ‘Assertive:
For Parents of Children with Disabilities
and Their Helpers (Revised 1993), ‘
Charlotte Des Jardins, Family Resource .
Cen;er on Disabilities, Chicago, Illinois.
Provides a process toward empowermhent -

\

for parents and persons with disabilities. -
The authors state, "If your’re not satisfied

- with your quest for services; if your're

tired of all those ‘nos® and ‘can’ts’; and if .

you really want to do something about it--

this book is for you." « -
How to Organrizé an Effective Parent/

Advocacy Group ahd Move Bureaucracies’

(1993),-C. Des Jardins, Family Resource
- Center on Disabilities, Chicago, Illinois.

. This is a comprehensive guide for starting
and maintaining effective parent and/or
advocacy organizations—including how to:.
reach out to other parents, recruit volun-

teers, raise money, influence- pohcnes, keep

an organization healthx and, most impor-
tantly how parents can help their children
- and themselves by j Jommg forces wnth
others.
Developing Natural Supports in the
Workplace (1993), Center on Human
“Policy, Syracuse University. Results are °
shared from a project about how to foster
social relationships in integrated work
'setting$ during typical routines and activi-
ties. Provides helpful checklist for
A evaluatmg natural supports.

Cost-Effective Plan Recommended
- for Personal Assrstance Servnces
The World Institute on Disability (WID) has released the results of a study

" of the cost of personal assistance services (PAS) that has major implicatiops

for lowering the estimated cost of the PAS portlon of the Clinton Health
. Reform Bill.

service'(e.g., hmng, tmng, trdining, and paying the assistan})' rather lhan
having them organized through a home health care agency. .

Personal Assistance Services (PAS) are tasks performed tor a person who
has a disability by another person.which aim at maintaining well-being,

personal appearance, comfort, safety, and interactions within the community-

and society as a whole. Between 9-and 11 million Americans, about one in

- every 20 people, requlre some assxstance to accomplish typical every- day,

" tasks. . .
On the average, agency providers cost ncarly twice as much as individual
providers - (that is, a mean average of $10.20 vs.
respectively). More than_half of this: dxtferem.c is not the result of paying
individual providers less, but reflects the administrative and burcaucratic
costs built into the big business of home health care. "Savings to the entire
_ system which might be realized undcr individual provider models are s0
substantial that no policy discussions can afford to ignore them,” concluded
Ed Roberts, WID president. Roberts continued, "Long-term assistance
" proposals are tradmonally weighted heavily toward home héalth agency
services. But, if individugl providers were ‘substituted in many, instances,
‘twice as many peoplc could be served for the same price. It is in everyone’s
best interest to offer “the choice model,” which offers both greater suppon
- for mdependent hvmg and lower costs,” Robcm concluded.

Publicly funded PAS programs ourrcntly seFve about 11 percent ot
people who need assistance. Anpther 10 percent pay for services out of

pocket. The remaindeér receive only unpaid assistance from tarruly ‘and
- friends. Some ¢ven struggle along without assistance and some remain in
1nst1tutlons such as nursing homes, for lack ot adequate assistance o live
in the community, yo

"~ For more information, contact:
_ Suite/100, Oakland, CA 94612-15
(fax).

510/763-4100 (voice & TDD] 510/763-4109

)
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Results of WID’s study, revealed that the cost per hour of
" service can be reduced by one half if individual providers administer the

$5.25 per hour. .

orld Instituie on Disability, 510 Sxxteenlh Slrccl '
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Inclusive Education:

Assessing Needs of Families in Mlnnesota

"Many parents who have school-age children and youth with disabilities, by
virtue of the barriers they face, do not always-have a full choice of where or
how their child should be educated. In addition to facing the barriers related to
a disability, children alse appear to be segregated by economic, ethnic, and age
criteria.® This was the major concluswn reached in a recent survey of
Minnesota parents.
. The Family Needs Assessment arose out of an identified need in Minnesota
to evaluate the experience and needs of families relative to the-inclusion of
children with disabilities in general education. The survey and report were
produced by the Together We’re Better Program: Inclusive School Communities
in Minnesota.. Partners}up for Systems Change, a collaborative program
between the Institute on Community Integration at the University of Minnesota
and the Minnesota Department of Education. The study was also conducted in
partnership with PACER Center, Arc Minnesota, The :Governor’s Planning
Council on Developmental Disabilities, Learning Disabilities of Minnesota, and
the Deaf-Blind Technical Assistance Project. Parents, advocates, educators, and
persons with disabilities all played a role in the development of the survey.

- Apptoximately 6,500 questionnaires were distributed, and 1,630 (25 percent)
parents responded. The study sample -was representative of Minnesota’s
population (with 50 percent of the families living in the Twin City metropolitan
area), and the population distribution by type of disability. However, one way
in which the study sample differed from the state population was that many
parents were from school districts that had demonstrated leadership and progress
in the development of inclusive school communities, hdd received training on
inclusion-related advocacy, or had been involved with parent groups supporting
inclusion. As a result of these supports, the rate of inclusion for children in this
study may be higher than would be typical across the state.

Major findings of the study are summarized in the following categories:

educational placement,  parent satxsfactxon, mclus:on of students in general"

education, and parent support.
H Educational Placement
Where are students with disabilities being educated?

Projecting from this survey, of all the children receiving special education in-

Minnesota, probably:
¢ Less than 25 percent are being served solely in general edication classrooms

* More than 50 percent are bemg, served in a combination of special and-

general education settings. o
* At least 20 percent are totally segregated in specxal education envxronments

. Note: Parents of children in mixed environments were least satisfied with their

child’s progress, yet this is how most children received services.
Where do parents want their children to be educated?
L Nmety-four percent want their child to spend at least some time in a general
education setting. - )
Minnesota Families continued on page two

-

October 1994

‘Council Seeks
New Members

Applications are being accepted for serv-
‘ing on the Minnesota Governor’s Planning
Council on Developmental Disabilities.
‘Those appointed by the Governor will ,
begin serving on the €ouncil for a three- .

" year térm in early 1995. -

The Council assists in the section of

) priorities for the development of a state

plan. The Council also advises state pol-

_ lcymakers on issues pertaining to the pro-
. vision of an array of services to individuals

with developmental disabilities and their
- families, such as in the area -of health,
education, human services, housmg, and

transportation. -
Individuals with "developmental dlsa-

. bilities" are those who have severe, phys-

ical or mental disabilities which occur "
before age twenty-two and are likely to
continue indefinitely. A‘developmental
disability signtficantly limits three or more
major life activities such as: self-care,
language learning, mobility, self-direction,
mdependent lxvmg, and economic self-
sufficiency. :

_Individuals who have a developmental
dlsabxli'ty parents, .and providers of serv-
ices are encouraged to apply. Applica-
tions are due by January 1, 1995.

Please contact the Office of the Secretary
of State to request. the form entitled

* Application for Service'in State Agency."
Address: Secretary of State, 180 Constitu-
tion Avenue, St. Paul, MN 55155.. Tele-
phone: 612/296-3266. - :

L T i g
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o Division of Family Health
Created

e Task Force on Education
- of Children with Disabilities
Seeks Public Input




Division of Family

Health Created

. The Minnesota Department of Health

~ recently announced that effective Au-
gust 24, 1994, the Division of Mater-
nal and Child Health and Sections from
the Division of Health Promotion and
Education will merge to form a new
Division: Division of Family Health. -
Director of the Division is Donna
Petersen. 612/623-5167.

Public Input Requested on
. Education’ of Students with

Disabilities o
The Task Force on the Education of Chxl-
dren with Disabilities was reappointed by

the 1994 Legislature to make recominenda- _

tions related to four issues: 1) entrance-

exit criteria; 2) homebound education and .

. related issues; 3) class size/teacher-pupil
ratios; and 4) the development of a tech-
nology plan for special education. The
Task Force is seeking oral feedback or

" statements in writing regarding these
specific issues. What should be kept,
changed, or eliminated? What is good?
What problems have you experienced?
“Responses must be made no later than
October 30, 1994. Contact: Patty
Anderson, 8th Floor Capitol Square
Building, 550 Cedar Street, St. Paul MN
55101. 612/296-6104.

Examples of Interagency '
‘Collaboration/Transition

- - Services Requested -

The Minnesota Departmient of Education,
Division of Rehabilitation Services, and
State Services for the Blind are currently
working together to describe and clarify
the joint provision of services to youth
 ~with disabilities from school to work and
community living. A gidebook will be
published which will share how agencies
have collaborated through use of state and
federal legislation, policies, funding
sources, and examples of coordinating
services to individuals. Stories are also
needed on how individuals are provided

with supports and services. Contact: Teri

Wallace, Institute on Community Inte-
gration, 6 Pattee Hall, University of
Minnesota, 150 Pillsbury Drive, SE,
Minneapolis, MN 55455. 612/626-7220
‘(voice); 612/624-9344 (fax).

,

Minnesota Families continued from page one

. & The majority wanted their child to spend most of their time in' a general

.

education setting.
* One third wanted their ch11d to spend most of theu' time in a specml education
setting.
Note: 'Parents whose children spent more time in general education felt stronger
about having their child included in general éducation.

~ What influences whether a student spends most of lns/her time in general )

education settings? v

¢ Parent preference: - If the parent wants thelr clnld in general educatxon, that
is where-they tend to be educated.

o Severity of a child’s disability: The more severe the disability, the less likely.
the child will be educated in general education.

* Age: Children tend to spend more time in general education dunng the-
elementary years and much less time in general education at the preschool,”
middle school, or high school levels. , ‘

W Parent Satisfaction ' ' '

What needs to happen to_ensure parent satisfaction with thelr individual
educatlonal planning process (IEP)/ individual family service plan (IFSP) _
expenence and with their child’s progress? -
¢ Believe that my child can learn and be optimistic in settmg goaIs

- @ Respect and value my input and feelings.

P
‘s o 0 o o

’ Note

e Don’t forget to develop social and behavioral goals.

o Help all children value and treat one another well. :

¢ Train all staff to understand the content and goals of the- mdmdua.l
_educational planning process (IEP).

Wluch parents tend to be least satisfied with their child’s progre&s"

e Parents with a high school age- child. .

Parents whose child has a severe disability.

Parents whose child has an emotional behavioral disability.

Parents of color.

Parents with low incomes. . -

Parents who are single.

1) Parents of color and families with low incomes were ‘not only less

satisfied with their child’s progress, they also received less information and

‘support, and their children were disproportionately placed in special education,

particularly in the category of emotional behavioral disabilities; 2) When parents

of color had the support of an advocate, their positive experience with the IEP

process; overall satisfaction, agreement that their child benefited from being in

_general education, and the desire to have their child in general- education

increased to 100 percent on all measures for most ethnic groups. The support
of an advocate had a similar effect with low i income families.

.® Inclusion of Students in General.Education

‘What worries parents about havmg their child educated in general
education settings?

¢ Will my-child get thersupport they need?

* Will they receive good instruction?

" o Will other children accept my child?

. Will my child learn?

What did parents identify as barriers to successful school inclusion?

» Lack of money in schools.

® Large class sizes.

¢ Lack of skill by geneml educators in working with students thh dlsablhtles, -
and particularly in working with behavioral jssues.

* Attitudes of other students toward students with disabilities.

. Members of a child’s team not working well together

: ~ Minnesota Famllles continued on page three )




Minnesota Families continued from page two

* Attitudes of general educators toward students with disabilities.

¢ Rigid or narrowly defined instructional goals in general education, and, in
partlcular, goals for their child. :
Teaching methods used in general education.

< At the secondary level, grading practices.

. Racnal insensitivity (as identified by Afnca.n American, Asian, and Latino .

parents)
Note:

\

Parent concerns decreased when students spent more time in general

-education. As an example, related to how their child will be accepted by other-

children and general educators, those whose children spent most of their time
in general education were less concerned about this than parents whose children
were in special education full time. Despite the significant barriers identified,
benefits from being in general education were seen as important and durable,
with a range from 70 to 100 percent satisfaction expressed by the parents.
What were experiences or factors that were key to a child benefiting from
. being in general education?

s A classroom teacher who is’ suppomve and flexible in meetmg a chxld’

needs. .

Staff respecting and valuing parents’ input and feelings.

Staff believing a child can learn and being Optimistic in setting goals. .
General educators skilled in working with children with disabilities.
Flexible or appropriate instructional goals in the general education classroom.
Having a child’s team be aware of the content of hxs/her individual education
plan.

Paying attention to setting socxal and behavioral goals.

Helping all children to value and treat one another well. .

* Supporting participation in class activities. < -

N Parent Support -
/hat kind of support do parents say they need?
¢ The support of school staff. -
* Training on how to support their child, thelr ngbts their cl-.uld's rxghts and
" how to communicate with staff. -
 More opportunities to meet with school staff about thenr chlld s education.
* Written information about how to handle their child’s behaviar.

[ | Next Steps ' o -

In August 1994, focus group trammg was provided for representatives of the

. participating organizations. These individuals plan to conduct focus groups this

fall with parents and staff in their organizations in-an attempt to select priorities

from the identified needs and then develop collaborative strategies to meet those
needs within their organizations. In 1995, staff from the Together We’re Better
program will meet with participating agencies, discuss major needs, and 1dentxfy
areas for interagency collaboration. .

For more information about the survey results-or focus group opportunities,

please contact the Institute on Community Integration, 111 Pattee Hall, 150 -

. Pillsbury Drive, SE, Minneapolis; MN 55455. 612/624-1349. Copies of the full
_teport or a thirteen page executive summary, Inclusive Educarion: Needs of
Minnesota Families, 1994, (available-in print and alternative formats) can be

ordered by contacting the Publications Office, Institute on Community
Integration, University of anesota 109 Pillsbury Dnve SE, Minneapolis,

MN 55455. 612/624-4512.

"October 6-7, 1994:

. Contact: ‘ I
- Custom Services, 2200 Tech Drive, Albert

_November 3, 1994:
-Conference on HIV/AIDS and Developmental

'November 9,1994:
Chxldren, Youth, and Families," a collaborative -

Events
"Creative Options for
People with the Most Severe Disabilities,”

6th annual training symposium featuring - -
nationally known experts. Location: Thunder-
bird Hotel and Convention. Center, 2201 East
78th Street, Bloomington, MN. Sponsors:
South Central Technical College, Governor’s -
Planning Council on Developmental Disabili-
ties, and the Minnesota Habilitation Coalition.
South Central Technical College,

Lea, MN 56007.. 507/373-0656, Ext. 225;
800-333-2584; 507/373-1758 (fax).

"Partners in Suppoit: A

Disabilities,” sponsored by Opportunity Work-
shop, Minnesota AIDS Project, and Minnesota
Institute of Public Health, will be held at

Holiday Inn Minneapolis West, St. Louis Park> _* -

Contact: Cindy Tarshish, Opportunity Work-

* shop, 5500 Opportunity Court, Minnetonka,

MN 55343. 612/938-5511 (v01ce) 612/930—
4293 (TDD). '

November 8, 1994: "Pre-Conference Work-

:shop on Early Intervention (Part H)", Mall of -

America Grand Hotel. Contact: Pam Hunt,

Institute on Commumty Integration, University
of Minnesota, Pattee Hall,»150 Pillsbury Drive,
NE, Minneapolis, MN 55455. 612/625-3863.

"Coming Together for

conference. for members of: Interagency E:gly
Intervention Committees, Local Coordinating _
Councils, Local Advisory Councils, and Com-

. munity Transition Interagency Comumittees.

Location: Mall of America Grand Hotel,
Bloomington, MN. Contact: Pam Hunt, Insti--
tute on Community Integration, University of
Minnesota, Pattee Hall, 150 Pillsbury Drive,
NE, Minneapolis, MN 55455. 612/625-3863.

November 21, 1994 (12:00 noon to 4:00
p.m.): Ninth Annual Job Success Fair,
“Exploring Your Optlons, Marriott Hotel-

_ Bloomington, is for individuals with disabili-

ties. Contact: Nancy K. Schuett, City of
‘Bloomungton, 612/881-5811 (vou.c) 617/887-
9677 (IDD). - -

December 8-10, 1994: "Creatmg a World of
Commumty--Alhance for Action,"” Marriott
Marquis, Peachtree Center, Atlanta, Georgia.
Contact: The Association for Persons with
Sévere Handicaps, 11201 Greenwood ‘Ave.,
N., Seattle, WA 98133. 206/361-8870 (voxce),
206/361-9208 (fax).
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Lending Library

The following resources are available on loan;
publications for three weeks; videotapes (VHS 1/2”
cassette) for two weeks. The only cost to the
borrower is the return postage.

You Can Vote, videotépe, '30‘minut§s,
Michigan League of Women Voters and

Michigan Developmental Disabilities
Council, encourages people with disabili-

* ties to meet their responsibilities as citi- -

zens—to register, and to vote.

Kids Belong Together, videotape, 30
minutes, People First Association of
Lethbridge, Alberta, Canada. Through
cohesive circles of friends, communities

become a place for everyone. Parents ard
children with disabilities learn the impor- -

tance of dreaming for the future and to
share these dreams with others. Scenes
primarily in elementary school settings.

Our Voices Count: Self Advocacy wa,
Self Advocacy Association of New York

* State, Inc., People with disabilities speak -

out, encouraging others to voice theu' con-
cerns, as well '

No lasting achievement is
possible without a.vision,
and no dream can become
_real without action and

DRAGnet Expands Computer Services «
DRAGnet, a Minnesota-based nonprofit group serving people with disabilities,
has relocated its office to-the historic Textile Building in downtown Minneapolis.
The move accompanies an expansion of the DRAGnet RE=PC computer re-

- cycling project which provides low-cost access to computer technology for dis-

advantaged individuals and the nonprofit service community.
RE+PC offers a tax-deductible donation for computer equipment. The

" donated equipment is then refurbished and placed with people who would not

otherwise be able to afford similar equipment. The project generates high
technology skills training and employment opportunities for people with dis-
abilities. Anotherservice, Computer Precision, provides fee-based consulting
to organizations, and provides system design, management and training.

In addition, DRAGnet Information Service, an electronic bulletin board, pro-
vides worldwide information on disability related topics, which can be reached -
with a computer and modem at-612/753-1943 (ANSI emulation; eight data bits,
no parity, and one stop bit [8-N-1]). This newsletter, Fi utumy, xs available via
the DRAGnet Information Service.

For more information, contact: DRAGnet, 119 North Fourth Street, Suite .

'405 Textile Building, Minneapolis, MN 55401. 612/338-2535.
~Council Publications in Alternative Formats:

1) Friends: A Manual for Connecting Persons w:th Disabilities and Com-
munity Members, Human Services Research and Development Center, on audio.
cassette; ’ =

2) Futurity, on audio cassette and is available through DRAGnet and Clnldren, ,
Youth, and Family Consortium Clearinghouse (electronic bulletin boards)

3) Making Your Case, Brallle, computer disk, and audiotape;

" 4) Minnesotans Speak Out, Summary of Town Meett_ngs, audio cassette;

5) Shifting Patterns, publication in Braille and on audio cassette; and v'ideotape'

. -with closed captions;

6) It’s Never Too Early, It’s Never Too Late vndeotape, is avaxlable with closed

respons:blllty captions; and

7) It’s Never Too Early, It’s Never Too Late pubhcanon, is available on audio
W|Iham Butler Yeats - cassette. . '
See return address and telephox_:e numbers, below. -
it -
F UtU.I‘lty Bulk Rate
U.S. Postage
. " Paid
DEPARTMENT OF ADMINISTRATION - Permit No. 171
Governor's Planning Council on St Paul, MN

Developmental Disabilities
300 Centennial Office Building
. 658 Cedar Street, St. Paul, MN 55155

Roger Strand, Editor
_612/296-4018 (Voice)
612/296-9962 (TDD)
612/297-7200 (FAX.
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Minnésoté Governor’s Planning Council on Developmental Disabilities -

U.S. Congress Endorses :
Famllles of Children with -

Disabilities Support Act of 1994

On Wednesday, October 5,.1994, the United States Senate adopted the -

Conference Committee Report to reauthorize the Eleméntary and Secondary
Education Act (ESEA).
Children with Disabilities Support Act of 1994." According to Allan
Bergman, director of State-Federal Relations of United Cerebral Palsy Associa-
tions, as of October 7, 1994, thxs new legislation was on its way to President
Clinton for his signature.

The legislation is the result of much hard work by individuals and organiza-
tions throughout the country. "Our jointly developed values, principles! and
policies for family support are about to become the law of the land!" exclaimed

- ‘Bergman. [See previous article: "Nat10na1 Family Sypport Leglslatxon Drafted,"”
Futurity (July 1993)].

"Unfortunately,” continued Bergman, *because of the extenswe delay in

“bringing ESEA to a vote, funding was not secured under the new federal
budget which began on October 1, 1994. Bergman said that this new legislation
will establish a new foundation for the reauthorization of Individuals with
Disabilities Education Act (IDEA) next: year. "We will have to work diligently
with the members of the Senate and House Labor, Health and Human Services
and Education Appropriation Subcommittees next year to secure appropnatlons
for the federal fiscal year beginning on October 1, 1995."

According to Senator Tom Harkin, Chair of the Subcommittee on Disability

Policy, Committee on Labor and Human Resources; "It is now the policy of the
* United States that (quoting directly from the legislation):
(1) Family support for families of children with disabilities must focus on the
needs of the entire family. .
' (2) Families of children with disabilities should be supported in determining
their needs and in -making decisions concerning. necessary, desxrable, and
appropriate services.

(3) Families should play decnstonma.kmg roles i m policies a.nd programs that A.

affect théir lives of such families.

(4) Family needs change over time and family support for families of children
with disabilities must offer options that are flexible and responsive to the unique
needs and strengths and cultural values of individiial families.

(5) Family support for families of chlldren w1th disabilities is proactwe and
not solely in response to a crisis.

(6) Families must be supported in' their efforts to promote the integration and
inclusion of their children with disabilities into all aspects of community life.

- (7) Family support for families of childfen with disabilities should ‘promote
the use of existing social networks, strengthen natural sotirces of support, and
help build connections to existing community resources and services.

(8) Youth with disabilities should be involved in decisionmaking about their
own lives, consistent with the_umque strengths, resources, priorities, concerns,

‘abilities, and capabilities of each such youth. : . ,
(9) Services and supports must be provided in a manner that demonstrates

. Family Support Act continued on page two

-Section 315 of this ‘Act contains the "Families of

-defined in the Act: . .

~ November 1994

. . : s

+

What Does ?Cultural
- Competence” Mean?

by Vivian Jenkins Nelsen’
When the U.S. Congress reauthorized the
Developmental Disabilities Assistance and

+ Bill of Rights Act of 1994, the purpose of

for providing assistance to State Develop-
mental Disabilities Councils was stated:
. to promote, through systemic

.change, capacity building, and advocacy

activities . . . the development of a -
consumer and family-ceritered, comprehen-
sive system and a coordinated array of

. culturally compétent services, supports,

and other assistance designed to achieve .

_ independence, productivity, and integration

and inclusion into the community for indi-
viduals with developmental disabilities.”
The term: "culturally competent" was
. services, sup-
ports or other assistance that are conducted
or provided in a manner that is re,spons)ive
to the beliefs, interpersbnal styles, atti-
tudes, language and behaviors of individ- -
uals who are receiving services, and in a
manner that has the greatest likelihood of
ensuring thelr maximum partxcnpatlon in
the program.” :
This definition, however, misses one
key component--people have to be part of
the service team. Our challenge is to

‘reach all cultures to understand how each

culture views an individual or child with a
disability. Not until we gain such
understanding and sensitivity will anyone
really effectively communicate and work
together as a team. :

Competence continued on page two
e e e e g
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that they are only temporarily able-bodied
andthatweéreallapaﬁ in and out, of
our respective commumtles Peo_ple are
only a drunk driver or a bar of s soap away’
- from having a disability. . What all of us
need is to be fully competent, fully able to

" do the very best of our abilities what we

want to and need to do‘in our communities
and our work places.

Discrimination is alive and well
everywhere you look:
¢ Most discrimination is a.nnoymg, and is
usually not intentional..
* Most discrimination is on an unconscrous
basis—you need to go deep to find it.
* You know you are being discriminated
against when you can’t get the services
you need, while others are gettmg the :
services they need. -

~ ® You know you are being dxscnmmated

against when you’re the only one in the
room like yourself. i

‘When thinking about servxces and cul-
tural competency; we need to be planful.
Progress does not happen overnight. Nor

_\can we expect to accomplish our tasks in

three months, or three years, and be done.
Diversity is more complex than that. We
need fo plan for a long-term commitment,
beyond the usual three-year cycle that is
doomed to fail. -

When planning, we need to allow for

-the mistakes we will inevitably make.

Mistakes do happen, and we need time to
recover from them. Taking risks is what
- it’s all about. However, don’t make the -
.same mistakes twice. 'Be planful for .
change-change that is long-term.

Utilize your connections, or networks in

“the community, and be willing to pay for .

people’s assistance. Parents, in particular,
from diverse cultural backgrounds, are
worfi_out from having to train the tradi-

-tional white professional to do their jobs.

Even if they offer to do a job for n'othing,.»
make an offer to pay for their services. -
Minnesota has many challenges in an

* increasingly diverse society. We are the

pioneers in the area of dealing with’

diversity, and we must work thoughtfully, . -

~ - planfully, in a relationship with a
community that is long-term.
[Vivian Jenkins Nelsen is ‘president and chief

- executive officer of INTER-RACE located on

the Augsburg College campus This article is a

_ summary of her.recent presentation to the

Council on Developmental bisabilitics.]

. .Competence continued.from page one -
, ‘What people really need to understand is - .

- outcomes.

: amllx Supgorg Ag; con;mued from page one -

respect for individual dignity, personal responsibility, self—de‘termmatxon,
personal preferences, and cultural differences of families.” =~ -
The primary purpose of the Act is "to ptovide financial assistance to the states

to support systems change activities designed to assist states to develop.and

implement, or expand and enhance, a family-centered and family-directed,
culturally competent, community-centered, comprehensive, statewide system of
family support for families of children with disabilities. Grants to states will be -

. on a competitive basis to support systems change activities to develop and
* ‘implement, or expand and enhance, a statewide system of family support for
families of children with disabilities. "

Other features of the Act include:
b Grants to States: Grants will be awarded ona competmve basis for no more
than three years.

- Lead Entity: The Chief Executwe Officer of a state shall designate the

office, or lead entity, to administer and coordinate the activities under th_e Act.
¢ State Policy Council: Before receiving funds, the state must designate an

'. existing Council, or establish a new Council, to be considered as a "State Policy

Council for Families of Children with Disabilities.* Such Councils must consist
of a majority of members who are individuals who are family members of
children with dlsabllltles‘, appointed by the Chief Executive Officer of the state

. or the appropriate appointing official. Additional representatiori must include:

children with disabilities, whé are ages 18 to 21 and are representative of the
demographics of the State; state agency representatives; state officials respon51b1e
for budget and ﬁnance and others deemed appropnate .

"~ Authorized Actlvmes. A state that receives a systems change grant may use

funds to: . : -

_® Provide training and technical assistance for famxly members, service -

providers, community members, professionals, members of the Councxl'
students, and others to accomplish: increase family participation, choice, and

" control of family support; promote partnerships with families; develop or
.strengthen family-centered and family-directed approaches, assist families in

accessing natural and commumty suppoﬂs and in obtaining benefits and_

‘services; .

® Provide 1nteragency coordination of federal and state pohcxes, resources, and

" services;

¢ Enhance funding optlons and coordmate access to fundmg for family support

~ services;

. Document and disseminate mformanon about mteragency actxvxties,

R Develop local and regional councils; -
‘® Conduct outreach activities to locate fatheS who are elxgxble for family

support; - - N -
* Support policy studies; - ' -

.® Conduct hearings, -forums, and nwds assessments Lo ~

e Conduct public awareness and education activities; and
Support pilot demonstration projects.

Strateglc Plan: Not later than 6 months after receipt of funds, the lead entlty
(office) in corjunction with the Council, shall prepare and submit a strategic -
plan to the Secretary of Health and Human Services. The plan will spell out the
mission, principles, goals, and objectives for developmg and implementing, or

- -expanding and improving, the system for Jprovrdmg family support services_for

families of chxldren with disabilities, and the achievement of family-Centered

For more information, contact: Allan L Bergman, State-Federaf Relatlons,

.United Cerebral Palsy Associations, 1522 K Street, 'NW, Suite 1112,

Washington, DC 20005-1202. 800/USA-5UCP 202/842-1266 (voice and TT);
202/ 842-3519 (fax)

N




Gettmg a Llfe :

(Part One of a-Two-Part Senes) T
by Ann Turnbull

1 want to tell you our family story. When Jay was ﬁmshmg hxgh school, about
- eight Yyears ago, there was a new thing called supported work, a real job, rather -

than students with disabilities going to a sheltered workshop or just graduating
- to unemployment.. When we mentioned supported employment for Jay to his

teacher, she thought we were being unrealistic, that we still hadn’t accepted the *
extent of his disability (mental retardation and autism), and that we really needed

to get in touch with the fact that he was the lowest functioning student®in the
"class. ‘She, said that all the students much more capable than he were going to
a sheltered workshop. Why did we think he should get special treatment? My
“husband Rud and I said that we didn’t think he should get special treatment, they
should all go to supportive work! But that wasn’t the" vision for people with
severe disabilities. ~

Jay now has a wonderful life, and I think you will agree that 1f he can have
a wouderful life in Lawrence, Kansas, thén people can haye a wonderful life
anywhere.. But it takes a different way of thinking and the fundamental thing is,

you have to get off the back of the'bus. You have to refuse to be a second- -

class citizen. . You have to live in. the world the way you would if the
disability wasn’t there. That’s a whole different way of delivering services,
--of providing supports, and for families to live.

Well, Jay was in high school. He had gone, as all the special education
students did, on this escalator to the sheltered workshop, where he was eamning
about fifty cents an hour. He was very unhappy and very depressed. He didn’t
have a language to say I hate my life, I feel like a second-class citizen, I don't
real]y like living in the herd ‘mentality of 22 people going. everywhere together
in the community. Not having the words to say those things, hé acted out in
behavior what he wasn’t able to say in words. When people have severe behav-
ior problems, it’s'a form of communication. They're saying "I’m unhappy,
feel trapped, I don’t like my life."

" So, Jay started hitting and chokmg people, he started pulling the curtains off
the wall in the group home and ripping up the mattress. Our phone was ringing
all the time with the latest behavioral problem. He chose one person to hit and
choke every time he saw him, and woyldn’t you know, it was the state senator’s
son. I don’t know if Jay understood the full significance of how quickly that was

going to get him kicked out of this program. He scon got a one-way ticket out. -

So, at nineteen Jay was kicked out of the only program in town and he redlly
didn’t have friends. Think about the people with severe disabilities you know
arid how many connected, reciptocal friendships do they have? That’s one of

the things that we've overlooked in the field of disability. You know why? We

thought it was unrealistic. You know what? It’s not unrealistic! -But it doesn’t
happen because we have it in our minds that our answers lie in our. formal
services and the family support, not necessarily-in the ordinary citizens in the
- ordinary pfaces in the comrhunity who have a tremendous capacity to reach out
and provide support. Butthey think it’s not thelr role because this whole formal
system is set up to do‘that. .

About that time in our lives, we took a sabbatical and moved to Washington,
D.C. We were fortunate to find a wonderful high school program for Jay to
attend when he was 21, his last year of public school eligibility. Within a

' ‘couple of weeks, Jay was beginning to react in a very different way. Jay had

a very hip, groovy, cool teacher who believed that he could ride in the front of
the bus. Within the first week it was her idea that he should be football

manager, an idea that had never occurred to us! Jay gave towels out, and with

- his' autistic characteristics, every player had a towel whether he needed or
wanted one or not! He was the first giver-out of-towels that they had ever had

“on the team! So, after a few games, they starfed inviting him into the dressing -

-«

* .room at half-time and with them for their away’

.games, They started inviting him to ride the"
bus. Do you know how that changes a person
who’s always been on the fringe of everything?
I will never-forget the night that Jay and his
dad and [ were at the football banquetat the
Walt Whitman High School in Bethesda, Mary-
land: The coach was up in front. He gave let-
ters to the cheerleaders and then started talking
about the manager and called Jay up front. He
didn’t say one 'word about disability, Special

" Olympics, special tutoring--none of the lan-

guage or the baggage of disability.

He said that Jay had just been here for a
year. He’s been a great manager, we wish he
wasn’t graduating, and we have this football
jacket for him. Jay was beaming.  That night,
I think, was a turning point in our lives. We
saw that we didn’t have to always live on.the

" fringe, that Jay really could participate. -

[This article is from a presentation made by Ann -

 Turnbull at West Virginia’s Early Intervention Sum-

mer Conference (1994). Ann and her husband, Rud,
direct the Beech Center on Families and Disability

at the University of Kansas. Special thanks are’
extended to Ann Turnbull and The Arc of Harrison
County, Clarksburg, West Virginia, for permission
to reproduce this article from Fair Shake, Quarterly
Magazine of West Virginia’s Fair Shake Parmership
(Fall 1994). Part 2 will appearin the December
issue of Futurity.] N

Events

November 18-20, 1994: "Celebrate the Season:
A Festival of Trees and Lights," sponsored by
Arc Suburban, entertainment/activities for
everyone: Friday--Opening Gala with catered
dinner, performance of Handel’s Messiah by the
Dakota Valley Civic Chamber Orchestra and’
Civic Chorus; Saturday-face painting by Inver
Grove Helghts Clown Club, pictures with Santa,
a Children’s Breakfast with Bob, The Beach-
combers, and craft fair; and Sunday--perform-
ances by local musicians, and more.-Location:
Dakota County Westérn Service Center, Atrium,
14955 Galaxie Avenue, Apple Valley. - Contact:
Arc Suburban, 15025 Glazier Ave., Suite 230,
Apple Valley, MN 55124, 612/431-3700.
December 7, 1994: "Enhancing Literacy through

. Technology.” Workshop leader: Jane Steelnmian,

Center for Literacy and Disability-Studies,
University of North Carolina at Chapel Hill.
Location: Capitol View Center, Little Canada,
MN. Fee: $50.00, includes lunch. Limited

“scholarships available. Register by November

20, 1994. Contact: Gloria Wiemann, NE Metro-
politan Intermediate School District #916—-ATRC,
Capitol View Center, 70 West County Road B2,

"Little Canada, MN 55117. 612/779-5838.




Lending Library -~
The following resources are availablé on lodn;

. publications for thret weeks; vndeoupes (VHS 112"

*  cassette) for two weeks. The only cost to the

borrower is the return posuge

- Working Together Workplace Culture,
~ Supported Employment; and Persons with -
Disabilities, David Hagner and Dale Dileo,

- Brookline books, 1993. For employers
and program persorinel, this book presents
new approaches for assisting individuals
with significant disabilities to achieve
meaningful careers. Central to the
approach gre preventive. strategies based on
the author’s experience with facilitating
social inclusion into the culture of the
workplace.* - - N

" National Conference on Self-
Determination, Institute on Community
Integration, University of Minnesota
(1989). People with and without disabilities
express their viewpoints and provide future
directions and recommendations to the
Office of Special Education and Rehabilita-
tive Services in Washington, DC. . Also
contains presentations by Nancy Ward,
Frank Bowe, and Gunnar Dybwad.

1994 Minnesota Post-schvol Follow-up

- .Study: What’s Happening to Young
Adults with Disabilities? Institute on Com-
munity Integration, University of Minne-
sota. Summarizes the results of a survey
conducted in 1993, documenting what
people with disabilities do-after leaving
high school, where they-live, work, how
they participate in community activities,
and how sattsﬁed theyare with their lives.

Multimedia Expands Training Opportunities

Through broader avallabxlity of personal computers and the emergence of -
multimedia, oppoxtumtxes for training more people at greater distances .
becoming increasingly available. Accorditig to CztyBusmess (September 9,

-1994) "a host of Twin Cities firms, are making. multimedia a core part of their . /

business, as advertising agencies, graphic design firms, film and video
* production housu, and training firms embrace the power of multimedia.

*When we got involved with multimedia five years agS said Fred Badiyan,
founder and president of Badlyan Productions, Inc., in Bloomington, “there was
no name for it then. Now it’s a very hot thing." He cqntinued, "There was a
time when ﬁlm Was a film, video was a video, slide was a slide, and the
computer was known for text. Now all of those common tools are merging.
When they merge, it’s called multimedia.”

It doesn’t take a multimillion-dollar compa.uy to make it in the multlmedla
world. In some ways, multimedia production today can be likened to the
nascent desktop publishing world of the mid-1980s--a field in which pioneers
contract ‘out’their services to larger clients that don’t have the expertise or
commitment to the field.

Jane Wells of Interactive Learning Technologies in White Bear Lake is one
such pioneer.  She’s developed multimedia presentations for Learning
Disabilities of Minnesota and the Minnesota Govemor s Planmng Council on
Developmental Disabilities.

*I remember when I decided to get into the multimedia field: Inauguration

Day 1993, when I was caught in an ice storm near Redwood Falls on my way
to do some training,* Wells said. "I realized that technology makes other things
possible, and I love computers, so I figured there weré other ways to get
information to people, taking advantage of technology, without risking my neck
in an ice storm.” That led to an investment in multimedia authoring tools and
a shingle proclaiming her status as a “"content professional,” as she puts it. -
. “There’s a real disparity in terms of access across the state,” Wells said, "In
the Twin Cities, you can get lots of training. If you live in Thief River Falls
or Crookston, you need to drive to the Twin Cities to get the good stuff, espe-
cially in human services. "

"Use of multlmedxa is a way for everyone to hear everythmg at the same

time." ‘ =
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" Minnesota Governor 3 Planmng Council on Developmental Dlsabulmes

| Home and Commumty-Based Servuces

Waiver Program Expanded. -

Assistant Commissioner Helen Yates, Minnesota Department of Human
 Services, recently announced that the Health Care Financing Administration
has approved an amendment to the state’s waiver program for persons with
developmental disabilities and their families.
-significantly revise the menu of services and supports available to

participants. Submitted i in May 1994, this amendment adds coverage of the

following services to the state’s primary Home and Community-Based serv-

ices waiver program for individuals with developmental disabilities:

(@) 24-hour emergency assistance; (b) specialist services; (c)- caregiver
training and education; (d) adult day care; (e) housing access coordination;
(f) assistive technology; (g) personal support; (h) environmental modifica-
tions (replacing the service titled "adaptive modifications and equipment”);
(i) in-home family support (revising the definition to include extended family
members); and (j) homemaker (which revises provider quahﬁeatlons)

"These services will expand the options of services avaxlable and better
meet individual needs,"” said Yates.

For additional information, contact your local county case manager or
call the "Policy Line"” of the Minnesota Department of Human Services:
612/296-9747. ,

[Source: DHS Information Bulletin, in press.]

Minnesota Develops National Employment Model
for People with HIV/AIDS Disabilities

Commissioner R. Jane Brown of the Minnesota Department of Economic
Security recently announced that Minnesota has received a grant from
Special Education and Rehabilitative Services, U.S. Department of
Education, to conduct a national pilot program. The $900,000 program will
emphasize the employability of people with HIV/AIDS. _Over 1,200
rehabilitation counselors in Minnesota and five other states will receive
" training. under the project. Under the grant, Minnesota Department of

“Economic Security will join forces with the World Institute on Disability,

California, Colorado, Florida, New York, and New Jersey

"Because ‘of advancements in medical technology, peoplé" with the

HIV/AIDS virus can live for years, and can continue to lead productive
lives," said Norena Hale, director of the Division of Rehabilitation Services.
"When working, people with the HIV/AIDS virus tend to feel better and do
not need as many medical services,” she added.

As of August 1994, there were 2,196 Minnesotans reported to have’

AIDS, of whom 88 percent lived in the seven county metropolitan area.

For more information, contact: Allan Lunz, Minnesota Department of

Economic Security, 390 North Robert Street, St. Paul, MN 55101.
612/297-1596. .

Th’e amendment will

- Correction:

Interfering with Cho:ce
I think that those of us who feel that a
choice is a right make a mistake when
we let people frame the issues around
extreme hypothetical situations that
happen once every ten years. The truth-
is that most of the interference with
choice actually occurs in much more’
mundane, routine non-crisis kinds of

" matters. Things like- when we eat, when
" we’re allowed to use the telephone, who

we can associate with, what we do with
our time. That's where most of us have
Jelt the most intruded upon and where
the lack of choice. has really been a -
barden to us over a period of years.
' Darby Penney
- Recipient Affairs, New York State
Office of Mental Health
4 "Council
Seeks New Memibers,"
(October 1994) -
The article requesting applications for
membership to the Governor’s Planning
Council on Developmental Disabilities in
the October issue of Futurity listed in-
correct information. The correct infor-
mation is: Interested applicants should
contact the Governor’s Office. Request
the form, "Open Appointments Application
for Service on State Agency." Applica-
tions are due January 1, 1995.
Contact: Cheryl Talberg, Governor’s Office,
130 State Capitol Building, 75 Constitution

Avenue, St. Paul, MN 55155. 612/296-0077
(voweJMetro Area); 800/657-3598 (vome/toll-

" free); and 612/296-0075 (TDD)
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Arc Program Provides

Incentives to Employers -
The Arc has a established an On the Job
Training (OJT) program with funds from
the United States Department of Labor.
Funds are provided to service providers
for reimbursing employers for providing -
job ‘opportunities to' persons with mental
retardation: Employers may be
reimbursed for SO percent of the -
employee’s entry wage for the first 160
hours. Contact:* The-Arc, National -
Employment and Training Program, -
800/433-5255 (voice); TDD users, call
800/855-1155 and ask to place a collect
call to 817/277-0553.

Volunteers Wanted -
Chrysalis, A Center for Women, is look-
ing for women to volunteer to assist with
telephone counseling line. All volunteers
receive over 30 hours of training. Call -
the Volunteer Services Coordinator at
612/871-0118. :

Encourage Children’s

Immunization Against Disease
Children should receive 80 percent of thelr

- vaccinations before age 2 so they will be

- protected agamst disease during the pre-
school years.” In Minnesota, only 61.4
percent of 2 year olds are immunized.

" Rates vary widely by age, location, and
population group—from as low as 14 per-
cent in some commumtnes to 78 percent in-
‘others.

_ Primary responsibility for immunizing
children is fragmented. Providers often
expect parents to own the responsibility;
while parents believe if their children have
seen a doctor, their shots are up-to-date.

It is everyone’s responsibility. For more
information, contact your local community
health agency, or: Children’s Defense

". Fund—-Minnesota, 550 Rice Street, Suite

“best connector with other people.

104, St. Paul, MN 55103. 612/227-6121.

Getting a Life .
(Part Two--Conclusion)
by Ann Turnbull

" After a year in Washington, D.C., our famxly moved back to Lawrence, Kansas.

Jay had graduated with his.class, ‘and had the support of his classmates. My
worriés about his possibly having a seizure or having a behavior problem did nat.
materialize at the graduation ceremony. We realized the mportance oﬁelymg
on ordinary people, and that it doesn’t take a specialist. '

. Getting Friends - '
Jay was s 22 and he’d been kicked out of the only adult program in Lawrence,

- and they weren’t going to let him back in; we wouldn’t have it if they did. So,

it was our job to figure out how to create a life in a very different way. -

The first person we found when we moved back to Lawrence was Chuck.
The best thing we could think of to start with was a paid friend. Chuck would
‘take Jay toa fitness club and they would work out.. I wouldn’t have believed
it before we started on this path, but we ran into the most wonderful surprises.

It happened that Chuck was an advisor at a fraternity on campus and so he
knew 85 guys who were all Jay s age. Jay is really good in music—that’s his
There was.usually music at the fraternity
house, and so Jay started meeting some of the guys. One of ‘the guys he met
was Pat.. Pat was having some academic difficulty, and was lookmg for hlmself
Pat needed Jay as much as Jay needed Pat.

- That's what we’ve got to remember.  We’re not asking for charity or for
someone to volunteer with our sons and daughters. We’re seeking relation-
ships. ' If there is anything that we’ve learned, it’s that people who have
been in a relationship with Jay have benefitted just as muich as he has. Once
we start thinking in-a different way of not asking for a favor, but creating an
opportunity for everyone to get their needs met then we start gomg about thmgs
differently. ‘

Pat called.us one night and said he had met Jay at the fraternity’ house and he-
had really enjoyed doing some singing with him. He said, "Would you mind
if I came over to your house and Jay and I spend time .together?" What a

-~ wonderful phone call to get for parents whose son had never had a friend! How

wonderful -for Jay to have someone who wanted to be with him! .
You think, oh that’s fine, but that was a fluke. Pat, who started this arrange-

" ment with Jay, has now started a national organization called Natural Ties. He

works to get campus organizations to take in one or two people with disabilities,

.and is working with organizations across the country. ‘Young people love it!

Getting a Job
Then we started looking for a job for Jay. Rud and I heélped to form a new

- private non-profit corporation to do supported employment. But if was not that

group that helped Jay get a job, it was a family friend who came to us and said,

*I think we ought to start practicing what we preach. - If we’re training people
to work with folks with disabilities I think we should have someone with a
disability on the staff.” So, Jay was hired as clerical aide 20 hours a week. He
now works 30 hours a week, and has very supportwe co-workers He loves his

" job and is proud of what he does.

Our homes reflect
who we are -
and what we value.

Sue Bender (1988)

One of the compelling reasons to start mclusnon in the very earhst years

| is the people you make contacts with are the employers of tomorrow—that’s

how they get their foot'in the job market. :

Pat came to us after Jay had been visiting the fraternity about a year and a
half and said, "I think Jay should move out. I think he needs to‘live on his
own." That was really frightening with the bad experience he had the first time
he did that. We said "That’s interesting, but where do you think he might live?"
Pat said, "I’ve talked to one of the guys ixr the fratermty and Corey amfl I want

to be his roommates. " (Getting A Life continued on page three)

v




’ Gettmg A Life continued from page two
Never in a million years did we think somebody was going to come to us and

initiate a roommate arrangement! But that’s what -happens when you have.

friends. We often put friendship on the back burner and we think, we’ll do
"friends” after we do all the developmental skills. Butifwe do friends first and
most importantly, then a lot of other things fall-into place.
Gettmg a Home
We ended up working with our family finances in order to pay the down
payment on a house that Jay'pays the mortgage on with the money that he earns.

At Jay’s home, his name is on the mail box. He has two university student -

" roommates and in lieu of rent and utilities they each provide him with about 12-
15 hours of personal assistance a week. If somebody had told us eight years ago
we would be doing this we couldn’t have believed it! But what we have learned
is ‘that vision grows in ever-increasing circles and as you accomplish’ some
thmgs, then you begin to think something else is possible.

The question to ask is, why is every state in this country paying $50, 000- '

$60,000 per year to keep people in residential institutions, when those same

residential funding streams could be used in a different way to help people

have homes of their own?

Jay has now had about six different roommates, each staying for about two

'years. He has a 'waiting list for roommates!

We’ve had a lot of suppert from Jay’s group action planmng team. Group ’

action planning is family, friends, community citizens, and professionals coming:
together to do two things: to create social connectedness with each other and
to creatively problem-solve. It’s not stiff and terse, there’s laughter, ' warmth,

sitting on the floor, and food. It’s about vision, and it meets frequently, not

every six to twelve months: I can’t help but wonder what Jay’s life would be

like now if this kind of community building had started 27 years ago.

Getting Around -.
I want to close with a story of one of the more profound lessons that I’ve

learned in our wonderful journey over the last eight years. This lesson came -

from Shirley, who is the owner of the local taxi company. R
: We had been transporting Jay and his roommates had been transporting him.
We know he needed to learn to use public transportation, but we were really

afraid of taking the risk. I started worrying, what if the taxi.driver stole his -

money? What if they teased him? What if they let him out at his house and they
saw nobody was at home and went in and stole something? What if they sex-
ually molested him? So then you get immobilized and say we can’t be part of
the ordinary community because all these terrible, tragic thmgs will happen.

"One day I decided I had to overcome my fears. The best way to overcome

fear is to invite support. I set out to find the office of the A-1 Taxi Company.
I found it out on the hxghway, a rickety old-trailer, where Shirley was sitting at
- a dilapidated desk, dispatching the taxis. I sat down and introduced myself,
feeling very uncomfortable, like 1 didn’t really know how to invite Shirley’s

support. So I started telling Slurley a little bit about Jay and she started asking

me questiens. I.told her my worries.

She was doing all this active listening and saying, "I understa.nd Tm a ‘

mother. I don’t blame you, I feel the same way. Is there anything else you’re
worried about? Tell me more.” So she did this 40 minute counseling session.

She gets all my worries out and she’s nodding and understandmg and patting me

and giving me Kleenex. She asked, "Is there anytlnng else"" 1 said, "Shirley,
I told you everything."
" Then she pulled her drawer out and took out these little pleoes of constructxon
.paper. They were green a.nd wrinkled. She started giving me these pieces_of
construction paper.
I said, "Shirley, what is this?” She said, "Ann, you have given me your red
cards. - Your red card of worry, your red card of concern, your red card of

-

W

-

_not knowing what to do. This is my green

card of friendship. This is my green card of

understanding, this is niy green card of sup-

_port, and this is my green card of help.”

The tears were just coming down my cheeks

 and [ said, "What are you saying to me? She

said, "Every day whesi I get up, I ask the good
Lord to let me give as many of my green cards
as I can and to.take as many red cards as [
can. Thank you, Ann for bringing me your
red cards and thank you for the chance to give
you my green cards.” .

Boy, did I learn. I was sitting there, awed
by this ordmary community citizen who has
profound wisdom about what it means to sup-
port people with special needs. Then she:
started telling me how she was going to handle
every one of my concerns. She wanted to
match Jay with one driver and then two and
three others. She said, "I can’t tell you today
who I'm going to match him with. I need to
think about it, but, Ilt call you in 24 hours.”
She called the next day and told me she was
going to match him with Jim. She said that

~ Jim asked her why she.chose him for this.
And’sbe said, "I just looked straight at him and . -

I said Jim, you need a friend as much as Jay

. Turnbull needs a friend."”

_ Shirley understands what rec:proclty is.
Shirley understands what goes around comes
around. Shirley understands this isn’t vol-
unteer charity. We’re building relationships
where everybody has something to gain.
[This article is from a presentation made by Ann * -
Turnbull at West Virginia’s Early Intervention
Summer Conference (1994). Ann and her husband,
Rud, direct the Beach Center on Families and
Disability at the University of Kansas, amd are the

. parents of Jay, a young man with developmental

disabilities. Special thanks are exténded to Ann
Turnbull and The Arc of Harrison County,
Clarksburg, West Virginia, for permission to
reproduce their article from Fair Shake, Quaterly
Magazine of West Virginia’s Fau' Shake Pattnershxp
(Fall 1994).] -

Event,

January 20, 1994: "The Origins and Treat-
ment of Self-Injurious Behavxor, ‘a one-day
workshop presented by Arlyne J. Gutmann,
and Robert A. Schauerhammer.. Location:
Sheraton Midway Inn. Contact:- Robert A.
Schauerhammer, P.O. Box 240742, Apple
Valley, MN_ 55124. 612/431-5633

Editors note: Futunty |s not publlshed

"in January and July, so please have a

safe and prosperous new year!

-




Lending Library
The following resources are available on loan;
_ publications for three weeks; videotapes (VHS 172"

cassette) for two weeks. The only cost to the
borrower is the return postage. *

‘Early Childhood: A Policy of Inclusion
(videotape, 23 ‘minutes), Minnesota De-’

- partment of Education, 1992. Several
schools in Minnesota illustrate the positive
impacts made in the lives of children and

- their families through a pohcy of
. inclusiveness.

Families Facing Transition (videotape, 25
minutes), Beach Center on Families and

- Disability, University of Kansas. Powerful
interviews with three families who con-
front change when youth with disabilities
nmake the transition to- adulthood.

Working: Stories of Supported Employ-
-ment, Texas Planning Copncil on Develop-
"mental Disabilities, 1991, (videotape, 18

minutes). Individuals with developmental

disabilities are succwsful in a variety of
work settings. . -

Futurity Available on Audlo
Cassette
. Please tell your friends and iates who
" do not read print that they can request this
monthly newsletter on audio cassette. Call:
' 612/296-4018 (voice);. 612/296-9962

. (TDD).

Federal Grant to Provide Respite Care
for Children with Complex Health Needs

The Department of Human Services recently received a federal grant of
$200,000 to enhance existing respite child care services to serve children -
who are considered medically fragile. The funds are derived from the

Temporary Child Care for Children with Disabilities and Crisis Nursery Act

through the U.S. Department of Health and Human Services, Children’s
. Bureau. Minnesota competed with other states for this grant. -

. Community programs will focus on expanding options through existing
child care services i.e., services to families and day centers) and will serve
communities of color and families who have been unserved or underserved.

A request for proposals will be announced by the Department within the
next month to solicit interest from providers and other interested parties.
Projects are expected to influence system change as well as to design
services that are more family-friendly. For more information, contact
Suzanne Pollack, Minnesota Department of Human Services, 444 Lafayette
Road St. Paul, MN 55155. 612/297-3634. : , '

Council Publications in Alternatwe Formats:

- 1) Friends: A Manual Jor Connecang Persons with D;sabdmes and Com-

munity Members, Human Services Research. and DeveIOpment Center, on audno
cassette;

2) Futurity, on audlo cassette a.nd is available through DRAGnet and Children,
Youth, and Family Consortium Clearinghouse (electronic bulletin boards);

3) It’s Never Too Early, It’s Never Too Late: videotape avaﬂable with closed
captions; and publication available on audio cassette;

4) Making Your Case, Braille, computer disk, and audxotape

5) Shifting Patterns: publication in Braille and on audio cassette; and wdeotape
with closed captions; . ~

6) Minnesotans Speak Out, Summary of Town Meetmgs, audio cassette; and
7) Read My Lips: It’s My Choice, on audxotape

iy *

Futurity

. BEPARTMENT -OF ADMINISTRATION
Governor's Planning Council on
Developmerital Disabilities .
300 Centennial Office Building

_658 Cedar Street, St. Paul, MN 55155

Roger Strand, Editor
612/296-4018 (Voice)
612/296-9962 (TDD)
612/297-7200 (FAX

v ' Bulk Rate
: _ U.S. Postage
Paid
PermitNo. 171
St. Paul, MN

TIME DATED MATERIAL

@ recycled paper




