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Minnesota Follow-up Study: 
What' Happens to 'Young Adults· 
with Disab'ilities' after High School? 
Concern about what hippens to, youth with disabilities once they leave high 
school has been a national priority for the past several years. Interviews with 

. 388 young adults with disabilities thro~ghout Minnesota were conducted in the 
sumIIier of 1993, and the resultS were recently published in 1994 Minnesota 
Po~t-school Follow-up Study, by. the Institute 5>n Community Integration, 
Univ~rsity of MiIplesota, under contract with the Interagency ,Office on' 
Transition ServiceS', Minnesota Department of Education. . 

The stuciy was conducted in the following communities: Albert Lea, Duluth, 
Hopkins, Minneapolis,.New Prague, Roch~ter," ~t. Cloud, Thief River Falls, 
Willmar, -and Windom.. The fqrmer students interviewed had left .high school 
betw~n 1988 and 1992, and had been diagnosed with a primary disability in. ~e 
following categories: . ~learning disability (N = 148);· e~otionallbehavioral . 
disorder (N =55); mild mental impairment (N =95), and moderate/severe 
disability (N =9.0). Ninety-tWo percent' of the individuals interviewed were 
high schoolgraduates. Major findings of the study included: 
. Employment'! Eighty pen:ent of the young adultS were employed; 50 per­
cent in Competitive jobs, 13 Percent in supported employment, and 16 percent 
in sheltered employment .. Ainong the 20 percent who were unemplo~ed at the 
time of the interview, only 9 percent had never been employed. Those working 

'. in competitive jobs found work through personal cl;)ntacts ,(i.e., self!family! . 
friend networks). Supported employment services w~re used priinarily by youth 
in the mild mentally impaired and moderate/severe disability groups. A much 
larger percentage of yourig adults in the mod~/severe disability group 
(56 percent). worked in sheltered employment settings in comparison to the 
other groups. 

Postsecondary Education and' Training: Nineteen percent of the 
. respondents (mostly individuals with learning disabilities) were.enrolled in,. Qr 
had completed, technical' college, community college, or university/four year 
college, or an apprenticeship. However, most of the remaining respOnC!ents had 
never considered enrollment in postsecondary education and training programs. 

Living Arrangements: Most young'~ults (62 percent) lived in their family 
homes, and very fewl'articipated in programs that prepare i~dividuals to live on 
their own. Forty"one ~rcent were on a waiting list for somewhere .else to live, -. 

, ., Social Networks: Nearly two-thircls (66 percent) of the sample had social 
networks ranging from'three to eight people. YOting adults in the moderateJ 
tevere disability group had the fewest number of personal friends in their socia) 
networks, but inciud~ more staff ~d professionals~. . 

Recreation and LeiSqre Activities: 'watchiDg TV /listening to music' and 
"going out to eat" were the two most popular recreation/leisure activities ..... 
Young adults with learning disabili~ieS were more 1i!c~ly to spend their free ,time 
engaged'in sapial actiiVities than others iJ! the sample. 

Community Participation and Citizenship: Most of the individuals with 
learning disabilities'and those with emotionallbehavior disorders·drove a c;:ar or 

\ . Fonow~up continued on page. two 
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PY 1995 Cost of Care' 
Rate 'at RTCs Announced 

The Minnesota Department of HUman 
Services (DHS) recently announced the 
daily rates for the Cost of Care in 
Regional Treatment Centers (RTCs) for 
~rsons with mental. retardation and ' 
related conditions. Effective July 1, 
1994, th~ daily charge for care for each 
person at the sev.eil RTCs will be $324 
per .day, or $115,344 pet year. This is . 
only a slight Increase from laSt year's 
rate of $3.10 per Gay; $11~,150 per year. 
DHS calculates iJ;lterim charges on a per 
diem oo'sis for each fiscal year by 
dividing -th~ sum of all' antiCipated costs 
by the proj~ted resident days. 

As of lune 1994, the total,population of 
persons with mental retardation and re­
lated conditions residing in all sev~ri 
RTCs was 702. RTC populations have 
decreased consistently o.ver the past 
years: 862 residents in 1993; 1,033 
residents in 1992; and 3,065 residents in 
1977 (or, a reduction of '? percent over' 
the past 17 years). 

For more information, 'COntact Larry 
Houff, Reimbursement Division, Depart­
ment of Human Services Building, 444 
Lafayette Road, St. Paul, MN 55155-
3824. 612/296-4889. 
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Lending Library' 
Thefollowiilg resources ate 'availabl~ on loan; 
publications for three w~eks;, 't!ideotapes (VHS 1/2" 
cassene) for two weeks. The only cost to the 
bc>rrower is the retuni P9stag~. 
Publications: 
How 10 Get Services 1!y' Being Assertive: 
For Parents of Childre/J wuh Disabilities"­
and Their Helpers (Revised 199~), 

, Charlotte Des lardins, Family Resoprce . 
Center on Di§abiIities, Chicago, Illinois. 
Provides a process'toward empowerment 
fot parents and persons with disab~lities. '. 
The authors state, "If your're not satisfied 
with your quest fQr services; if your're . 
tired of all those 'nos· and 'can'ts!; and if 
you really want to do something about)t--
tbis book is for you. " ' 
How to Oi"galCizi an Effective 'Parentl , 
AHvocacy Group alul Move Bureaucracies' 
(l993},·C. Des Jardins, Family Resource 
Center on Pisabilities,Chieago, Illinois~ 
This is a Comprehensive guide for starting 
and maintaining effective pareht and/or 
advocacy organizations-including how to:, 
reach out to othet· parents, recruit volUD~ 
teers, raise n)oney, influence·policies, keep 

"' . an Qrganization healtb~, and,most im~r­
tantly how parentS can belp their children 
and themselves by joining forceS with, ' 
otherS. ,. 
Developing Naiurtil Supports in the 
Worlcpl4ci (1993)~' Center on Human 

, Policy, Syracuse UniveBity. ' Results are . 
shared from a project about how to foster 
social relationships in integrated work 
'sett~gs dUring typical routines and activi- , 
ties. Provides helpful checkiist for 
evaluating natural sUpports. 
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Cost-Effective .Plan Recommended 
for Personal Assistance Services 
The ~orld Institute a'n Disability .(WID) has' released thd r~sults of a study 
'of the cost of personal assistance services (PAS) that bas major impJicatio,lls 
for lowering the estimated cost of the PAS portion- of th~ Clinton H~lth 

, Reform Bill.' Results of WID's study, !,t:v~lcd that· th< I,;ost pt:r hour of 
. service can be reduced by one half if individual provicft:rs administ~r the 

\ , ' 

service'(e.g., hiring, tiring, tnlining, and paying the alisistanJ)' rather than 
having them organized through a home health care agency. 

Personal Assistance Services (PAS) are tasks pt(rfo~ed for a person who 
bas a disability by another person which aim at .maintaining well 7bdng, 
personal appearance,comfort, safety, and interac~ions within the community. 
and society as a whole. Between 9- and II IPillion Ameri~ans, aoo~ ont! in 

, eyery 20 people,.require some assistance to accomplish ,typ!ca! evt:ry-day 
'. tasks. -

On the avel'3ge: agency provide~s cost n~rly twict! as mUl,;h as individual 
providers '(that is; ~. mean average ~1' $10.20·vs. $5,25, ~r hour. 
respectively). More than.half of thisdifferencc: is not ttCe rt:Sult of paying 
individual providers .less, but 'reflects tht: administrative: and bur~ul:ratiL' 
costs built into the big business of hom~ health \.:art:. "Savings to tht: entite: 
system which might be realiz~ under inaividual provi~~r modd~ arc ~o 
substantial that no policy discussions cail afford to ignore th~1tl," l,;onduJc:J 
Ed ~oberts, WID president. Roberts contmued, "Long-term assistanl,;t: 
.proposals are traditionally weig~ heavily toward home health agc:m;y 
services. But, if individuJl providers were .substituted in many, insianct:s, 
twice as many people could besetved for the same price. It is in everyone's 
best jnterest to ,offer 'the choice model,' which offers both greater SJJpport 

- fOr independent living and lQwer costs," Robc:rts oonGludt:d. 
Publicly' funded PAS programs I,;ummtly' st:f'VC: about Ilpc:rl,;c:nt of 

I 
people woo need assistance. Another 10 percent pay for scr~ices out of 
pocket. The remainder receive only unpaid assistan(;~ from tamily' and 
fiiends. Some even struggle along without assistance anti soni~ rt!main in 
institutions, ,such as nursing homes, for lack of adt!quate aslliista.n~~ to I~vc: 
in the community, 

, - For more information, contact: J0rld Institul~ on Disability. 510 S)xteerith Streel. 
"Suite/1OO, Oakland, CA 94612-15 . 5101763-4100 (voice: &. TOO); 5101763-4109 

(fax). ' • ~. , 
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·Inclusive Education: 
Assessing Needs of Families in Minnesota 
"Many parents who have schoor-age children and youth with disabilities, by 
virtue of the, barriers they face, do not always-ha~e a full choice ~f where or 
how their child should be educate4. In addition to facing the barriers related to 

'Council Seeks 
New Members , ' 

Applications are being accepte4 for serv­
ing on the Miruiesota Governor's P!anning 
Council on Developmental Disabilities: -
Those appointed by ~e Governor will a disability, chil~ren alsO appear to be segregated by economic, ethnic, and age 

criteria. " This was the major conclusion reached in a recent survey of 
Minnesota parents. ' 

y ~gipserVing on the :Council for'a three-

The FamilyNOOds Assessment arose out of aD identified need in Minnesota 
to evaluate the experience and needs of families relative to the ,inclusion of 
children willi disabilitieS in general education. The survey and report were 
produced by the Together We're Better Program: Inclusive School Communities / 
in Minnesota ... Partnership' 'for Systems Change, a collaborative prograln 
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:<;Jovernor's Planning 
Council on Developmental Disabilities, Learning Disabilities of Minnesota, and 
the Deaf-Blind Technical Assistance Project. Parents, a4vocates, educators; and 
persons with disabilities all played a role in the development of the survey. 

ApPQ)ximately 6,500 questionnaireSweie distributed" and 1,630 (25 percent) 
parents responded. The study-sample -was representative of Minnesota's 
population (with 50 percent of the fa~lies living in the Twin <;ity 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 tha~ had demonstrated leadership and progress 
in the development of inclusive school communities, had receIved training on 
iQclusion-rel:ted adv.ocacy, or hlld 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 ~an would be typical across the state. 

?-Aajor findings of the study are summarized in the folIo~g categories: 
educational placement,; parent satisfaction, inclusion of students in general 
education, and parent support. 

• Education;ll 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 serv~ solely in general education cl~ooms. 
• More than 50 percent are being, served in a combination of special and-

, year ,term in early 1995. ...... 
The Council assists in the, section of 

prio~t,ies for the development of a state 
plan. The Council also advises state pol­
icymakers on issues pertaining to the,pr<;>­
vision of an array of serVices to individuals 
with developmental disabilities and their 
families, such as in the area of health, 
education, human services, housing. and 
transportation. _ 

Individuals with "developmental disa­
bilities" are those who have severe, phys­
ical or ment8J. disabilities' which occur' 
before age twenty-two and are likely to 
continue indefmitel y. A' developmental 
disability sjgnfficantly limits three or mor~ 
major life activities such as: self-cart:, 
language, learning, mobili'ty, self-direction, 
independent living, and economic self~ . 
sufficiency. 

Individuals who have a developmental 
disability, parents, . and providers of serv-

\ . 
ices are encouraged to apply. Appbca-
tions are due by January 1, 1995. 
Please contact the Office of the Secretary 
of State to request the fonD entitled 
"Application for Service-in State Agency.· 
Address: Secretary of State, 180 Constitu­
tion Avenue, St. Paul, MN 55155.- Tele­
phone: 612/296-3266. 

general education settin'gs. ' ~~ 
• At least 20 percent are totally segregated in special education environments. Inside This Issue", 

,Note: Parents of children in mixed environments were least satisfied with their ,. Division of Family Health 
child's progress,' yet this is how most children received services. Created , 
Where. do parents want their children to be educated? 

. • Ninety-four percent want their child to spend at least some time in a general • Task Force on Education 
education setting. ' of Children with Disabilities 

Minnesota Families continued on page two Seeks P~blic Input 



Division 'of Family 
Health Created 
The M~nnesOta Department pf Health 
recentlyannololnced that effective Au­
gust 24, 1994, the Division of Mater­
nal and Chilq 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 DOJlIla 
Petersen. 612/623-5167~ 

Public Input Requ:ested on 
Education' of Students with 
Disabilities 
The Task I:orce on the Education of Chil­
dren with Disabilities was reappointed by 
the 19,94' Legislature to make recommenda­
tions related to four issues: 1) entrance­
exit criteria; ~ 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 ,oraUeedbac~ or 
s~tementS in writing regarding these 
specific issues. What should be ,kept, 
changed, or eliminated? lVbat IS good? 
Wha~ 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. Paui, MN 
55'101. 612/296-6104. 

,Examples of Interagency 
, Collaboration/Transition 

, " Services Requested ' 
The Minnesota Departr6ent ~ Edu~tion, 
Division of Rehabilitation Services,- and 
State Servic~s for the Blind' are currently 
working togettier to describe and clarify 
the joint provision of services to youth 

\liith disabilities from school to work and 
communitY,living. A ~idebook will be 
published which will share how agencies 
!lave collaborated through use of state and 
federal legislation, policies, funding 
sources, and ex,ainples of coordiDating 
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 Hail, Univers~ty of 
Minnesota, 1's0 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 wan,ted their child to spend most of their time in a special education 

setting. 
Note: . Parents whose children spent more time in general education felt stronger " 
about hav1ng their child included in general education. 
What influences whether a student spends most of his/her time in general , 
education settings?, . 
• Parent preference: ·If the parent wants their child in general education, that 

is where-they tend to be educated. '" ' 
• Severity of.a child's disability: The more severe the disability, the less likely, 

the child will be ed~cated, in general education. 
, • Age: Ch,i!dren tend to spend more time in general education during the' 

elementary years and much less time in general education at the preschool, ' 
middle school, or high school levels. ' 

• Parent Satisfaction . 
What needs to happen 'to.. enSure parent satisfaction ~ith their individual 
educational pranning process (lEP)1 individual family serviCe plan (lFSP) 
-experi'ence and with their child's progress?' , 
• Believe that my child can learn and })e optimistic, in setting goals. 
• .Respect and value my input and feelings. 
" Don't forget to develop ~ial and behavioral goats. 
• Help ali children value and treat one another well. 
.~ Train all staff to understand, the content and goals of the individual 

,educational planning 'process (IEP). 
Whi~1i paren~ tend to be least satisfied ,With their child's progress? 
• Parents with a higli school age. child. 
• Parents whose chilq bas a severe disability. 
• P~ents whose child has an emotional behaviorlJ disability. 
• Parents of color. 
• Parents with low incomeS., -
• Parents who are single. ,~ 

"Note: 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, !Jld their children were disproportionately placed ,in spec~ education, 
particularly inJhe category of emotional behavioral disabilities; 2) When parents . 
of color hid 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 InQst ethnic groups. The support 
of an advocate bad a similar effect with low income families. . 

- '. Inclusion of Students in General.Education _ 
What worries parents about Iulving their child educated in general 
education settings? 
• Wtll ~y,child get the~support they need? 
• Will they receive good instruction? 
• 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 gene]al educators in working with students with disabilities, -

and particularly in .wor!cin~ with behavioral,isSues. 
• Attil\l.d,es of other studen~ toward students with 'disabilities. . 
• Members of a \?hild's team not working well together. 

. ..... Minnesota Families continued on page three 



·Minnesota Families continued from page two 
• Attitudes of general ~ucators toward students with disabilities. 
• Rigid or narrowly· defined instructional goals in general education, and, in 

particular, goals for their child. '. 
Teaching methods. used in general education. 

4 At the secondary level, grading practices. 
• Racial insensitivily (as identified by African. 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 abouUhis than parents whose children 
were in special education full time. Despite the significant barriers ide~tified, 
benefits from being in: general education were seen as importaDt and durable, 
with a range fi:om 70 to 100 percent satisfaction expressed by the parents. 
What were experiences or factors tbatwere key to a child benefiting from 
being in general education? 
• A classroom teacher who is' supportive and' flexible in meeting a" child's 

needs. - . 

• Stiff respecting and v;uuing parents' input and feelings. 
• Staff believing a child canleam 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 ofhislher individwll education 

plan.· . 
.• Paying attention to Setting social ~d bebavioral goals. 
• Helping all children to value and treat one another well. , 
• Supporting participation in class activities. . 

.... p.arent SUpPO~ 
/hat kind.of support do parents say they n~? 

• The support of school staff.· 
• Training on how to support .their child~ their rights, their child's rights, and 

. how to comm~cate with staff. . 
• More opportunities to meet with school staff about their child~s education. 
• Written infOrmation about how to handle their child's behaviOr. 

• Next Steps 
In August 1994, focus group training·was provided for representatives of the. 
participating orgairizations. These individuals plan ~o 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 win meet with participating agencies, discuss major needs, and identify 
areas for interagency collaboration. _ 

For more. information about the survey results"or focuS group opportumties, 
please contact the Institute on Community Integration, 111 Pattee Hall, 150 

. PilIsbu"ry Drive, SE, Minneapolis~ MN 55455.612/624-1349. Copies ofth~ full 
I report or a thirteen' page executive 'summary, Jnclusive Educarion: Needs of 
. Minnesota Families, 1994, (available in print and alternative fonnats) can.be 

ordel¢ by contacting the Publications Office, Institute on Community' 
Integration, University of Minnesota, 109 Pillsbury Drive, SE, Minneapolis~' 
MN 55455. 612/624-4512 .• 

Events 
'October 6-7, 1994: "Creative Options for 
People with the Most Severe Disabilities," 
6th annual training symposium featuring ". 
nationally known experts. Location: Thunder­
bird Hotel arid Convention Center, .2201 EaSt 
78th Street, Blooming~n, MN. Sponsors: . 
South Central Tecliriical College, Governor's 
Planning Counell on Developmental Disabili­
ties, and the Minnesota Habilitation Coalition. 

: Contact: South Central Technical College, 
Custom Services, 2200' Tech Drive, Albert 
Lea, MN 56001.- 507/373-0656, Ext. 225; 
800-333-2584; 507/373-1758 (fax). 

. November 3, 1994: "Partners in Support: A 
ConferenCe on HIV / AIDS and Developmental 

, 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 Par1c.~ . - . 
Contact: Cindy Tarshish, Opportunity Work-
shop, 5500 Opportunity Court, Minnetonka, 
MN 55~43 .. 612/938-55.11 (voice); 612/930-
4293 (TDO). -

November 8, 1994: "Pre-Confenmce Work­
shop on Early Intervention (Part H)", Mall of -
America Grand Hotel. Contact: Pam Hunt, 
Institute on, Community Integration, University 
of .Minnesota, Pattee Hall,' 150 Pillsbury Drive, 
NE, Minneapolis, MN 55455. 612/625-3863. 

November 9,-1994: "Coming Together for 
Childr~n, Youth, and F4milies, " a collabora~ve 
conference. for members of: Interagency El!fly 
Intervention Cominittees, Local Coordinating 
Councils, Local Advisory Councils, and Com­
munity TraI\$ition, Interagency Committees . 
Location:· Mall of America Grand Hotel, 
BI~mington, MN. Con~ct: Pam Hunt, Insti-· 
tute on CommUnity Integration, University qf 
Minnesota, Pattee Hilll, 150 Pillsbury Drive, 
NE, Minneapolis, MN 55455. 612/625-3863. 

November 21, 1994(12:00 ~oon to 4:00 
p.m.): Ninth Annual Job SuccesS Fair, 
"Exploring Your Options,." Marriott Hotel­
Bloomington, is for indivKluals with disabili­
tioes. Contact: Nancy K. Schuett, City of 
-Blool1llngton, 612/881~5811 (voil:e); 612/887-
.9677 (TDD). 

December 8-10, 1994: "Creating.!l World of 
CommunitY--Alliance for Action, " Marriott 
Marq.uis, Peachtree Center, Atlanta, Georgia. 
Contact: The Association for Persons with 
Severe Handicaps, 11201 Greenwood ·Ave., 
N., Seattle, WA 98133. 206/361-8870 (voice); 
206/361-920~ (fax). 



• 
Lending Library 
The followingi'esources are availaMe on loan; 
publications for three weeks; videotapes (VHS 112" 
cassette) for two weeks. The only cost toth~ 
borrower is the return postage. 

You Can Vote, videotape, 30 ,minut~, 
Michigan League of Women Voters and 
Michigan Developmemal D'isabilities 
CQ~cil, encourages People with,.disabili­
ties to meet their responsibilities as citi­
zens-to register, a9d to vote. 

Kids Belong Together, videotape, 30 
minuteS, People First Association of 
Lethbridge, Alberta, Canada. Through 
cohesive circles of friends, cOmMuni~ies 
,become a place for everyone. Parents arid 
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 Couni: ' S,elf Advocacy Now, 
Self Advocacy Association of New York 
State, Inc., People with disabilities speak 
out, encouraging others to VoiCe their con­
cerns, as well. 

No lasting achievement is 
PQssible without a. vision, 
and no dream can become 
r~al without action and 
responsibility. ~' 

William Butler Yeats 

... 
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DRAGnet Expands Computer Services 
DRAGnet, a MinDesota~based nonprofit group serving people ':\lith disabilities, 
has relocated its office to 'the historic Textile Building in downtown Minneapolis. 
The move accompanies an expansion 9f the DRAGnet RE=PC compute( re­
cycling project which provides low-cost access to computer technology for dis­
advantaged iridividuals and the nonprofit service community. , 

RE + PC offers atax-deductible donation for comp.uter equipment. The 
donated equipment is ,then refurbished and placed with people who would not 
otherwise be able, to affot:d similar equipment. The proJect generates high 
technology skills training and employment opportunities for people ,with dis­
abilities. Another'Service, Computer Precision; provides fee-based consulting 
to organizations, and provides system design, management and trainingr 

In addition, DRAGnet Information Service~ an electronic bulletin board, pro­
vides worldwide iI},formation on disability related topics, which can be reached 
with a computer and mode.m at·6121753-1943 (ANSI emulation; eight data bits, 
no parity, and one stop bit [8-N-l]). This newsletter, Futurity, is available via 
the DRAGnet Info~tion Service. . ' 

For more information, contact: DRAGnet, 119 North Fourth Stre,et, Suite 
'405 Textile Building, Minneapolis, MN 55401. 612/33~-2S35. 

.. 

·Council Publications in Alternative Formats: 
1) Friendsf A Manual for Connecting Persons with 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 Children, , 
'y quth, and Family ,Consortium Clearinghouse (electronic bulletin boards);' . 

3) Making Your Case, Braille, c~mputer disk, and audiotape; 

4) Minnesotans Speak Out, SUmmary oj Town Meen,ngs, audio cassette; 

5) Shiltilig Patterns, publication in Braille and on audio cWisette; and videotape 
. with closed captions; 
6) It's Never Too Early, It's Never Too Late videotape, is available with closed 
captions; and . , 
7) It's Nevt;r Too Early, It's Never roo Late publication; is available on audio 
cassette. 
See return ,address and telepho~e numbers, below . 
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u.s. Congress Endorses 
/ -

FamUies of Children with 
Disabilities Support Act of '1994 
On WedneSday, October 5,. 1994, the United States Senate adopted the 
Conference Coiiunittee Report to reauthorize the Elementary and Secondary 
Education Act (ESEA).Section. 315 of this Act contains the "Families of 
Children with Disabilities Support Act of 1994. II According to Allan 
Bergman, director of State-Federal Relations of United Cerebral Palsy Associa­
tions, as of October 7, 1994, this 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 joindy developed values, principlest and 
policies for family, support are about to become the law of the land! - exclaimed 
'Bergnian. [See previous article: "National Family SIIPport Legislation Drafted, " 
Futurity (July 1993)]. 

"Unfortunately," continued_ Bergman, -because of the exteDsive delay in 
. bringmg 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 Subcoinmittees next year to secure appropriations 
for the federal fiscal year beginning oil October 1, 1995." 

According to Senator Tom Ha~, Chair of the Subconu:ilittee on Disability 
Policy, Committee on Labor and Human Resources, "It is now the policy of the 
.United States that (quoting directly from the legislation): 

(l)Family support for families of children with disabilities must focus on the 
need!; of the entire family. , 

(2) Families ~f children with disabilities should be supported in determining 
their needs and in -makitig dec~ions concerning necessary, desirable, and 
appropriate services. . . 

(3) Families should· play decisionmaking roles in policies and·programs that 
affect their lives of such families. ,-

(4) Family needs change over time and family support for families of children 
\Vith disabilities must offer options that are flexible and responsive to the unique 

/' needs and strengths and cultutal values of individUal families. 
(5) Family support for families of chlldren with disabilities is proactive and 

not" solely in response, to a crisis. 
(6) Families must be supported iIi their efforts to promote the integration and 

inclusion of the it children with disabilities into all aspects of co'mmunity life. 
- (7) Family support for families of children with disabilities should promote 

the use of existing social networks, strengthen natural sOUrces 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..llJlique 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 

'What Does ~Cultural 
Competence" Mean? 
by Vivian Jenkins Nelsen 
Whim 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 ~f 

, culturally competent services, supports, 
and other assis~ce designed to achieve, 
independence, productivity, and in~gration 
and inclusion into the community for indi­
viduals With developmental disabilities. " 
The term "culturally competent- was 

. defined in the Act: "... services, sup­
ports or other assistance that are conducted 
or provided in a mann.er that is responsive 
to the beliefs, interpermnal styles, atti-­
tudes, language and behaviors ofindivid- ' 
uals who are receiving services, and in a 
manner that has the greatest likelihOQd of 
ensuring th~ir 'maximum participation in 
the program. -

This definition, however, misses one _ 
key colnponent~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 apd sensitivity will anyone 
really effectively communicate and work 
toget}ler as a team. 
Competence continued on page two 

I nside This Issue,., 

• "Getting a Life" by Ann 
Turn,bP11 (Part One) 

~ 

• -Multimedia Expands Training 
Opportunities ' 



.CQ~PQtence continuecJ· from page ~ne . 'Family' SupDortAct continued from page one , , 
, • What people really' need to understand is " " respect for individual digpity, personaJ ,responsibility, .self..determination, ' 

that they are only teinporarily able ' bodied persOnal preferenceS, and cultuf!ll differences 'of families.",' , . ~ 
and that we are alIa part, in and ~ut, of The primary purpose or'the Act is "to ptovide financial assistance to the states 
our respective co~Uniti~. P~le are to support systems change ~activities designed to assist· states to dexelop. and 
only Ii drunk driver or a bar of Soap away' implementy or expand and. enhanCe, a family.-centered, and family..diCected, 
from having .a disability. ' What all of us culturally competent, communitY-centered, comprehensiYe, statewide system of 
need is to be fully competent, fully able to family,suppot:t for families of children with disabilities. Grants to states will be 
do the very best of oll! abiliti~ wJ:tat we op a competitive basis to ,support systemS change activities to develop' and 
want to and need tp do"in our communities implement, or expand and enhance, a statewide system of family support for 
and our work places. families of children with.disabilities." 

Discrlmination is alive and well 
everywhere you look: 
• Most discrimination is annoying, and is 
usuaily not intentionaL ' 
• Most discrimination is onan unconscious 
basi~-you need to go deep to find it. ' 
• You know you are being discriminated 
against when you can't get the'services 
you n~, while others are getting ·the 
services they need. 
• You know you are being discriminated 
against when, you're the only one in the 
room like yourself. 

When thinking about ServiceS and cul-
, \ . 

tural ~ompetency; we need to be pl!lDfu1. 
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 [0 plan for a long-term comriUtment, . 
beyond tlie.usual three-year cycle that is 
doomed to fail. ' 

When plaDning, we need to allow for 
,the mistakes we will inevitably make. 
Mistakes dO liappen, and we need time to 
recover from them. T~ng risks is what 
it's all about. However, don't make the ' 

'. same inistakes twice. 'Be plan~l for 
change-change that is long..:'term. . 
. UtlIize your connections, or networks in 

. the community, and .,e. willing to pay for, 
people's assistance. Parents, in part:icular, 
from diverse cultural ~ckgrounds, are 
worn out from having to train the traat-

. tional white professional to do their jo2s. 
Even if they offer to do a job Jor nothing, 
malc,e 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' 
diyersity. and we must work though~fully,_ 

. planfuUy, in a relationship with a 
community that is long-term: 

[Vivian Jenkins Nelsen is 'jnesi<!ent.and chief 
executive officer of INTER-RACE, located on 

.• ' " I. . 

the Aogsburg College campus. This article ,is a 
suinmary'of her~n:cent p~~ntati(ln to the 
Council on Developmenbll Disabilities.] 

Other features of the Act include: _ 
• Grimts to States: 'Grants will be awarded on a competitive basis for no more 
thin three years. ' , . . , 

• Lead Entity: The Chlef Executive Officer of a state shall designate the 
office, 01; lead entity, to adniinisterand coordinate the activities under the Act. 
•. State Policy Council: Before receiving funds, the state m\lSt desigDa~ an 
existing Council, or establish a new Council, 'to be considered as a "State Policy 
Council for Fiunilies of Children wi~ Disabilities.· Such Councils must consist 
of a majority of members who are individual$ who are family membe,rs of 

" children with disabilities, appointed by the Chief ExeCutive Officer of the state 
. or the appropriate appoiIiting official. Additional representation must include: 
chil~ with disabilities, wh& are ages 18 to 21 and are representative of the 
demographics of the state; state agency representatives; state officials responsible 
for budget and finanCe;, and others deemed appropriate. ' 

Authorized Activities: A state' that receives a systems change grant may use 
funds to: '. _ 

,. Provide training and technical aSsistance for fainily members, service 
providers, community members, professionals,members of the Council,' 
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-direeted approaches; assist fainilies in 
accessing 'natural and comniuruty supports, and in obtaining benefits and. 
,services: . ' . 
• Provide interagency coOrdination of federal and state policies, resources, and 
serVices; _ 
• Enhance funding options and coordinate access to funding f?r famiiy support 
services; . ' 
• DoCument and disseminate information about interagency activities; 

,. Dev~lop local and regional councils; . , ' 
:- Conduct outreach activities to 1000ie fanlilies who are eligible for family 
support; " 

• Support policy studies; 
- Conduct hearings. ,forums, and needs' assessments; 
- Conduct public awareness and education activi~es; and 
• Support pilot demonstration projects. 

StrategiC Plan: Not later than 6 months after receipt of funds, the lead entity 
(office) in ,conjunction with the Council, shall prepare IUld submit a strategic." 
plan to ~e Secretary of Health and Human SerVices. The plan will spell out the 
mission, principles, goals, and objectives for developing and implementing, or 

.. expanding and improving,' the system for/roviding family Support services.for 
families of children with disabilities, 'an the achievement of family..centered 

. QutcomeS. 

For more information. contact: Allan'i. Bergman, State-Federaf R~lations, 
Uilited Cerebral Palsy Associations, 1522 K Street, 'NW, Suite 1112, 
Washiilgton" DC 20005-1202. 800IUSA-5UCP; 202/842-1266 (voice and. TI); , 
202/842-3519 (fax). " -



Getting a Life 
(Part One ~of acT~o-Pari Series) 
by Ann Turnbull' ' 

I want to, tell you, 'our family story: When Jay was finishing high ~hool, about 
, eight years ago, there was a new thing called s:upported work, a ~ job, rather 

than stud~nts ",vith disabilitieS going to a sheltered workshop or just graduating 
- to unemployment. WheQ. we mentioned siIpportedempJoyment for Jay to his 

teacher, she thought we were being unrealistic, that we still hadn't accepted the" 
extent of his disability (men~ retardati,on and autism), and thatwe really needed 
to get in to~chwith the fact, that he was the lowest functioning student'in the 
-cl~. 'She. said that all the students much more capable than he were going to 
a sheltered workshop. Why did we think he should get specil\l treatment? My 
husband Rud and I said'that we ,didn't think he should get special treatment, they 
should all go to supp,ortive work! But that- wasn't the 'vision for people with 
severe disabilities. " 

Jay now has a wonderful life, and I thiIik you will agree that if he can have 
a wonderful life in Lawrence, Kansas, then people can haye a wonderful life 
anywhere .. But it takes a different way of thinkiilg and the fundamental thing is, 
you have to get off the back of the'bus. You have to reCuse to be a second- ' 
class 'ci~. You have to live in 'the world th,e 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 earning 
about fifty cents an hour. He was ,very unhappy and very depressed. He didn't 
have a ll!-Ilguage to say I hate my life, I feel like, a second-class citizen, I don't 
really like living in the herd'meiitality of 22 people going. everywhere tOgether 
in the cOmmunity. Not having the words to say,those things, he acted out ip. 
behavior what he wasn't able to say in words. Whel1'people have severe behav­
ior problems,it'sa form of communication. They're saying'"I'm unhappy,I 
feel trapped, I don't like my life." 

So, Jay started hitting and choking people, lie started pulling the curtains off 
the wall in the group home and ripping up1he mattress. Our phone was ringing 
all the time with the latest 'behav,ioral problem. He chose one person to hit and 
choke every time he sawhim, and wO\lldn't you know, it was the state senator's 
son. I don't know if Jay understood the fuil significance of how quickly that)Vas 
going to get him kicked out of this program. He sOon got a one-way ticket out. ' 

So, at nineteen .lJty was kicked out of the only p~gram in town and he really 
didn ',t have friends'. Think about the people with severe disabilities you know 
arid how many COIlJlected, reciptocal friendships do they have? That'~ 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 ourmiPds that our answers lie in our, formal 
services ,and the family support. notnecess8rilY'in the ordinary citizens in the 

, ordinary p(aces iii the coimhunity who have a tremendous capacity to reach out 
and provide support. Butthey think it's not their role because this whole formal 
system is set up to dO'that. 

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

. coupl~ of weeks, Jay was beginning to react in, a very different way. Jay 'bad 
avery hip, groovy, cool teacher who believed that he could ride in the front of 
t~e' bus. Within 'the first weclc it was her idea that he should be football 
manager, an id~ that had never occurred to usf Jay gave towels out" and with 
his' autistic characteristics. evc;ry. player had a towel whcither he needed or 
wanted one or nQt! He was the first giver-out oftowels that .they bad ever had 

, on the team! So, after a few games, they started inviting him loto the dressing. 

, -

,room at half-time and with them for their away' 
.games. They startedinvitiDg him to ride the- ' 
,bus. Do you know how that changes a person 
who's always 'been on ,the fJjng~ of everytbilig? 

I will never 'forget the night that Jay and his 
dad and J were at the footbail bailqueaat the 
Walt WbitmanHigh School in Befhesda, Mary­
land: The coach was up in front. He gave let­
ters to the cheerleaders and then started talking 
aboui the man~ger 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 hav.e thisfootbaJl 
jacket for him. Jay was beaming.' That night, 
I tliink, was a turning point iIi 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-

. merConference{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, WestV-irginia, for permission 
to reproduCe this article from Fair,Shake, Quarterly 
Magazine of West Virginia's' Fair Shake Partnership 
(Fall 1994). Part 2 will appear in the, December 
issue of Futurity,] 

Events 
November 18-20" 1994: "Celebrate the SeasOn: 
A Festival of Trees and Lights," sponsored by 
Arc Suburban, entertainment/activities for 
everyone: Friday-..()peniog Gala with catered ' 
dinner, performance of Handel's Messiah/by the 
Pakota Valley Civic Chamber Orchestra and( 
Civic Chorus; Saturday;....face painting by Inver 
Grove Heights Clown Club, pictures with Sll!lta. 
a Children's Breakfast with Bob, The Beach- • 
~ombers, and ~raft fair; and Sunday-perform­
ances by loea. musicians, and more .. Location: 
Dakota County Western Service Center, Atrium, 
14955 Galaxie Avenue, Apple Valley. ,Contact: 
Arc Suburban,-15025 Glazier Ave., Suite 230, 
Apple Valiey, MN 55124. 6121431-3700. 
Decemb~r 7, 1994: "Enhancing Literacy thro~ 
Technology.· Workshop leader: Jane Steelman,­
Center for Literacy and Disability,Studies, 
Univ~rsity of North Car.olina at Chapel Hill. 
Location: Capitol View Center, Little Canada, 
MN. Fee: $50.00. includes lunch. Limited 
scholarships av8ilable. Register by November 
20, 1994~ Contact: Glori~ Wiemann, NE Metro­
politan Intermediate School District N?16-ATRC, 
Capitol'View Center, 70 West County Road B2, 
Little Canada, MN 55117. ~121779-5838. 



Lending 'LibrarY~ , , 

The following reaourcea 'are available on loan; 
, publications for three weeb;videotapel (VHS: 1/2" 

casaeUe) for two weeb. The only COlit to the 
borro~er is the rebJm Postage.' -

, Working Together: Worlcplace CultUrt, 
Supported Employment; and Persons with 
DisabUities, David Hagner and Dale D~leo, 
,~roo1dine books, 1993. For employers 
and ,program persol1nel, this book presents 

- new approach~ for assistitig individuals 
wi~ significant di~bilities to achieve 
meaningful careers. Central to the , 
approach ~t"e preventive strategies based on 
the author's experience with facilitating 
social inclusion into the culture of the 
workplace." , 

National Conference' on Self­
Detennination, 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 Rehilbilita-:­
tive Services in Washington, DC. Also 
contains presentations by Nailcy want, 
Frank Bowe, and Gunnar Dybwad. 

1994 Minnesota POSt--schDol FoUow-up 
,StUdy: What's Happening'to Young 
Adults with Disabilities? InStitute pn Com­
munity Integration,;Dniversity of Minne­
sota. Summari~ 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 'satisfied they-are with their lives . 
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MultiinediaExpa,nds Training Opportunities' 
Through ~roader availability of, personal computers and the emergence of 
multimedia, opporluniti~ for trainmg more people atgreatet distances~ 
becoming increasingly available. According to CityBusiness, (Sq>te~ 9, 
,1994) "a hOst of TWin Citi~ firms\are making, multimedia a cOre part or-their 
busineSs, as '8dvertisiilg agencies, graphic design fifJIlS, fi1!D and video 

, production houses, and training firms embrace the power of multimedia. 
"When we got involved with multimedia fi~e years ag&," said Fred Badiyan, 

founder 8IJd president of Badiyan 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 kn~wn for text. Now all of those commontools,are merging. 
When they merge, it's called'multimedia.· 

It doesn't take a multimillion-dollar CO~paD.y to make it in the multimedia 
world. In some ways, multimedia production today can be likened to the 
n~t desktop publishing world of themid-1980s-a field in which pioneers 
contract 'out' their seIVices 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 Planning .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 t~ining, • Wells said. "I realized that technology makes other things 
possib1e, and I love computers, so .I figured there were other ways to get 
information to people, taking advantage of technology, without risking my 'neck 
in an ice storm." That led to an invest~ent in multimedia authoring tools and 
a shingle proclaiming het status as a "content-professional," as she puts it .. 

"There's a real disparity in terms of access across the state," Wells sai~ win 
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 <;>f'multimedia is a way fo~ everyone to hear everything at the same 
time. " 

\ . 
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Minnesota Governor'S Planning Council on Developmental Di~abilities 
- . . 

Home and Community-Based Sj!rvices 
Waiver Progra~ Expanded.. -
Assistant Commissioner Helen Yates, Minnesota Dep8rtDient of Human 
Services, recently announced.that the Health Care Fmanc~g A~stration 
has approved an_~endmeBt to the state's wiliver progljUD for persons wi~ 
developmental 'disabilities and their families. The' amendment will 

. significantly revise ·th~ menu. of services and suppons av~le to 
participants. Submitted in May 1994, this amendment" adds cov~e of the 
folloWing services to the state~s p~ary Nome and Community-Based serv­
ices waiver program for indiViduals with developmental disabilities: 
(a) 24-hour emergency assistance;'~) specialist services; (c), caregiv~ 
training and education; (d) adult d8y 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 G> homemaker (which revises provider qualifications). 

. "These services will expand the optio~ of services. available 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: 
6121296-9747. . 

[Source: DHS InfoT7flQtion Bulletin, in press.] 

Minnesota Develops National Employment Model 
for People with HIV/AIDS pisabilities' 
Commissioner R. Jane.Brown of the Minnesota Department of Economic 
Security· recently announced that Minnesota has received a grant from 
.5~ial Educatidn and Rehabillt&tive Services, U.S. Department of 
Ed~cation, to conduct a national pilot program. The $900,000 program will 
emphasize the employability of people with mY/AIDS •. Over 1,200. 
rehabilitation counselors in Minnesota and five· other states. will receive 
training: under the project. Under the grant, Minnesota Departlnent. of 
'Eco~omic ~rity will join: forces with the World ~tute on Di~ility, 
California, Colorado, Florida, New York, and New iei:sCy. 

"Because 'of 'advancements in· medical technology, people' with the. 

Interfering with Choice 
1 think that those 0/ us who feel that a 
choice·is a right iiuzke a mistake when 
we let people frame the ,issues aro~nd 
extreme hypotheiiCat·sir.uztions that 
happen once ever, ten years. .The truth. 
is that most of the interference with 
choice actually occurs in much more' 
mundane, routine non-crisis ldirdsof 

'. maiters. Thi!cgs like· when we eat, when 
we're allowed to use the telephone, who 
we can associate with, whilt we do with 
qur time. That·s where most of us have 
felt the most intruded upon and where 
the lack of choice. has really bee~ a . 
barden to us over a period of years. 

. . Darby Penney 
Becipient Affairs, New York State 

Office of Mental Health 

Correction:' II Council 
St!eks New Members, If 
(October 1994) 
The article requesting applications for 
membership to the Governor,'s PlaniliDg 
Council on Developmental Disabilities 1n 
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: Cberyl Talberg. Governor's Office, 
130 State Capitol Building, 75 Con~tuti9n 
Avenue, St. Paul, MN 55155. ii121296-0077 
(voicc/Metro Area); 800/651-3598 (voiceJtoll-

, free); and 6121296-0075 (TOO). 

mY/AIDS virus can live for yeatS, 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 teJ;ld 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 8"8 pereent lived in the seven county metropolitan area. 

For more iDformation, contact: Allan 4tnz, . Minnesota Department of . 
Economic Security ,390 North Robert Street, St. Paul, MN 55101. 
6121297-1596. 

I nside This .Issue ... 

• "Getting a Life- by Ann 
Turnbull (Part Two-:" 
eonclusion) 

• Federal Grant Expands 
Respite Care ·to Families 
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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 SUItes Department of Labor. 
Funds are provided to service providers 
for reimbursing employers for providing 
joboppO~ties to'persons with mental 
retardation,' E"mployers may be 
reimbursed for SO percent of the . 
employee's entrY ~age for the first 160' 
hours. Cohtact:' The Arc, National­
Employment and Training Pro~, 
800/433:5255 (voice);TDD users, 'can 
800/855-1155 and ask: to place a collect 
call to 817/277-0553. 

Volunteers Wanted 
ChrySalis., A Center for Women, ~s lOOk­
ing for women to volunteer to assist' with 
telephone counseling line. All volunteers 
reCeive over 30 hours of training.eau . / 
the Volunteer Services Coordinator at 
612/871-O118~ 

Encourage Children's 
Immunization Agajnst Diseas~ , 
Children shOUld. receive 80 percent of their 
vaCc~tions before age 2 so they will be 
protected against ,disease during the pre:-
. school years: In MinnesOta, oDIy 61.4 
pei-cent of 2 year olds are immunized. 
Rates vary widely by age, location,.and 
popula~on group-from as low as 14 per­
cent in Some,communities to 78 percent ~. 
. others. 

PriInary-..esponsibility for immuniZing' 
. children is fragmented. Providers often 
expect parents to own the responsibility; 
"(hile parents believe if their children have 
seen a doctor, their~ots are up-to-date. 
It is everyone's respomibility •. For 1D0re 
infoimation, Contact your lOcal' community 
health· agency, or: ChildreJts· Defense 

-, Fund-..-Miimesota, 550 Rice S~, Suite 
lQ4, St. Paul, MN 55103. 612/227~121. 

Dqr homes reflect . 

who we are ': 

and what we value. 

Sue Bender (1988) 

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

After a year in Washington, D.C., our' family moved back to Lawrence, Kansas: 
Jay had graduated with his. class, and had the support of his classmates. My . / 

worries about his possibly having 'a seizure or having a behavior pt:oblem did not. 
materialize at the graduation ceremony. We realized the importance ofielying 
on ordinary people, and that it doesn't take a specialist. . 

_ Getting Friends . 
Jay ~22 and he'd been kicked out of the only adult program in Lawrence, 

.and !hey 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 firs.! 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. Chuckwould 
'take Jay to a 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 wonderftd 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-ihat's his 
'best connector with other people. There was. usually music ~ 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 looking for himself. 
Pat needed Jay as QlUch as. Jay' needed Pat. ( ... 
- That'swhat we've got to remember •. We're .not asking for charity. or for 
someone to volWlleer with our som and daughters. We're seeking relation­
ships. I If there is anything that we've'learned, it's that people .who have 
been in a relatiomhip with Jay have benefitted just as mUch as he has. Once 
we start thinking iifa different way of 1;10t asking for a favor, b11t creating'an 
opportunity for everyone to get their needs met, then we start going a'?out things 
differently. ._ 

Pat called .. us one night and said he bad met Jay at the fratenrityhouse and be· 
bad really enjoyed doing some singmg with him. He said, wWould you mind 
if.! came over to your h~~ and Jay and I spend time.together?W What a 
wonderful phone call to get for parents whose son bad never bad a friend! .How 
wonderful ,for Jay to have someone who wanted to· be with hi}n! . 

You think, oh that's fine, but diat was a fluke. Pat, who started-this arrange­
ment witb..Jay, bas now started a national organization called Natural Ties. He 
wotks to get campus organizations tQ take in one o~ 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 helped to form a new 

private non-profit corpOration to do supported employment. But if was not that 
~up that h~lped Jay get a job, it_was Ii family friend who came -to us and said, 
WI think we ought to start Pril9ticing what we preach .. If we're tia¥ng 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:bas very supportiv~ co-workers. He loves his 

. job and is proud of what he does. 
One of the compelliilg reasom'to start inclusion in the very earliest years 

is. the people ~ou make contacts with are the employers of tomorrow-that's 
how they get their r'oot'in the job market.. . . 

Pat Came to us after Jay bad been visit~gihe fr:aternity about a year and a 
half and said, -I think Jay should move out. I think he needs to'live on his 
own. W That was really frightemDg with the bad experience he bad the first time 
he did that. We said wThat's interesting, but where d~ you think he migJ:tt live?W 
Pat said, w!'.ve talked to one of the guys ilrthe fraternity and Corey aafi.I want 
to be his roommates. W ' (Getting A Life continued on page three) 

. , 



-, 
. Getting 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 ~hat 'happens when you have. 
fri~ds. We often put friendsb,ip on the back burner and we think,' we'll do 
"friends" after we do all the developmental skills. But if we do friends first and' 
most importantly, then a lot of other dPngs falHnto place. 

Getting'8 Home 
We ended up working with our family'finances in order to pay the t:lown 

payment on a house that Jay-pays the mortgage on with tile money that he-earns. 
At Jay's home, his name is on the mail box. He baS two university student 
roommates and inlieu..of rent and utilities they each provide him with abOut 12-
15 hours of personal assistance a week. If somebody liad toid Us eight years ago 
we would be doing this we couldn't have believed it! But what we have learned 
is 'that vision' grows ;,Q ever-increasing circles and as you accoinplish' some 
~gs, then you begin to think something else is possible. . 

The questiOD_ to ask is, whr is every state in thiS countrY paying SSO,OOO­
$60,000 per year to keep people i~ residential institutions, ;when those same 
residentiai fimding ,streams could be med in a different 'Way to, help people 
have homes of'their own?" 
, J~y has now had abo~t six different roommates, each staying for about two 
years. He bas a' waiting list for roommates! ' " 

We've had a lot of support from Jay's group action planning team. Group 
action planning is ~~ly, friends, community citizens, and professionals cO~. 
together to do two things: to create social connectedness with each other and 
to ~reatively problem-solve. It's not st!.ff and terse, ,there's laughter,' warmth, 
sittmgon the floor, and food. It's about vision, and it meets frequently, not 
every.six to iwelve IIlOQ..ths;- I can't help but wonder what Jay's lifewbuld be. 
like now if this kind of community build~g 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 caine . 
from Shirley, who is the owner, of the local t8xi COmPany. ' 

We had been transporting Jay and hisrooounates had been transPorting~hin:i. 
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 
IIl()ney? What if they teased him? What if they let him out at his house ~d they 
saw nobody was at home and went inud stole Something? What if they ~x­
ually molested him? So then you get immobilized and say we ,can't be part of 
the ordinary community because all these,terrible, tragic things will happen. 

"One day I decided I had to overcome my fears. ~ best 'way to overcome 
'fear is to invite support. I set, out to find the office of the A-I raxi CoDipany. 
I found it out on 'the highway,' a rick~ obtkailer, where Shid~y was sitting at 

, adilapi~ted: desk, dispatching the taxis: I sat down and introduced myself, 
feeling very uncomfortable, like! didn't really know how to invite Shirley's 
support. So I started telling Shirley 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 unde.:stand, 1'm a 
mother. ,~do~'t blame you, I feel the same way. Is there anything else yo~'re 
worried about? Tell me more." So she did this 40 minute counseling session. 
Sh~ gets all my worries out and she's nodding and Understanding and patting me ' 
and giv~g me Kleenex. She asked, -Is there anything else?- '1 said, "Shiriey, 
I told you everything." . -

Then She pullecJ her drawer out and took out these little pieces of ci:,nstruction 
,paper. They were green and wrinld~. 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 ~ card of concern, your red card of 

.-~ 

.. 
_not knowing what to do .. This is my ~ 
card offriendship. This is my.green card of 
understanding,' this is my green card of sup­

_ port, and this is my' green card of help. " 
The tears were just coming down my cheeks 

and I said, "What are you saying to me? She 
said, "Every day when, I get up, I ask the gOod 
Lord to let me ,give as many of my greeit cards 

- as 1. can and to,talCe as many red cards as I 
can. Thank you, Ann for bringing me your 
red cardS and thank you fotthe chanCe to give 
you my green cards." ' , ' , 

Boy, did I learn. I was .!ittingth~, awed 
by this ordin8ry community citizen who haS 
profo~d wisdom about,wha! it meaDs to sup­
port people .with tspecial needs. Then she· 
started telling me how she Was going to handle 
every one of myconeerns. She 'wanted to 
match Jay with one driver and then ,tWo and 
three others. She said, "I ~'t tell you today 
who I'm going to match him with. I need to 
think about it, bu~ I'll cali 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-she said, "I just looked straight at hiDi and ' 
I said Jim; you need a friend as" much as Jay 

, Turnbull needs a friend. " 
Shirley. understands what reciprocity is. 

Shirley understands 'What goes around comes 
around. Shirley understands this isn't vol­
Ul!teer 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, d~t the Beach ~entcr on Families and 
Disability at the University of Kansas, ami are the 

_ paients of Jay, a young man with developmental 
disabilities. Special thanks areexttnded to Ann 
Turnbull and The Arc of Harrison Counly, 
Clarksburg, West Virginia, for pennission to 
reproduce their article from Fair Shake, Quaterly 
Magazine of West Virginia's Fair Shake Partnership 
(Fall 1994).] , 

Event 
January 20, 1994: "The oiigins and Treat­
ment of Self-Injurious Behavior,"'a one:.cJay 
workshop presented by Arlyne'1. Gutmann,', 
and Robert A. Schauerhammer.- Location: ' 
Sheraton Midway Inn. Contact:' Robert A. 
Scbaue~mmer, P.o. Box 240742, Apple 
Valley, -MN, 55124. 612/431-5633. 

Editors oote: Futurity is not published 
in January and July. so please have a 
safe and prosperous new year! 



Lending Library 
The following relOUrceaare available on loan; 
publications fortluee weeks; videotapes (Viis In" 
cassette) for two weeks. The only <:pst 10 the 
borrower is the. return posaage. ' 

'Early Chil!1hood: A Policy oJ Inclusion 
(vid~tape,,23 miIiutes)"Minnesota D~' 
partment of Education, 1992. Several 
sChools in Minnesota illustrate the positive 
impacts made in the lives of children and ' 
their families through a Policy of 
inclusiveness. 

-Families Facing Transition (videotape~ 2S 
minule$), Beach Center on Families and 
~isability, University of KI3nsas. Powerfui 
interviews with three families who cOn­
front change when youth with disabilities 
make the transition,to adulthood. 

Working: _ Stories oJ Supported EmpiOy-
,menl, Texas Planning CoPncil on Devel~ 
mental Disabilities~ 1991, (videotape, 18 
minutes). Individuals with developmental 
disa~ilities are sucCessful in a variety of 
work settiDgs. ' 

Futurity Available on Audio 
Cassette ' 

Please tell your friends and ~iates who 
do not read print that ~ey can request thiS 
monthly newsletter, on audio cassette. Call: 
612/2964018 (voice); 6121296-9962 
(TDD). 

~ . ... 
Futuri~ 
DEPARTMENT-OF ADMlNlSTRAnOI 
Governor's Planning Cguncil on 
Developmental Disabilities 
300 Centennial Office Building 

.658 Cedar Street, St. Paul, MN 55155 

Roger Strand, Editor 
6121296-4018 (Voice) 
6121296~9962 (TOO) 
6121297-7200 (FAX 

Federal Grant to provide Respite Care 
for Childre'n with Complex Hea,lth Needs 
The -Department of Human ServiceS rece~tly received a federal grant of 
$200,000 to enhance existing' respi~ 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 
~u. Minnesota competed with other states for this grant. 

. Community programs will focus on expanding options through existing 
child care services O.e., services to families and day 'centers) and will serve 
communities of color and families woo 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 Po~ack, Minnesota l)epartJnentof Human Services, 444 Lafayette 
Road, St. ,Paul, MN SSlSS. 6121297-3634. ~ 

COUl1cil Publications in Alternative Format$: 
1) Friends: A Manual/or Connecting Persons with Disabilities aNi Com­
munity ¥embers, Human Services -Research and Development Center, on audio 
cassette; 
2) Futurlly, on au4io cassette and is available through DRAGnet and Children, 
Youth, md Family cOnsortiuni Clearinghouse (electronic bulletin boards); 
3) It's Ne,er Too Early, It's Ne,er Too Late: videotape available with closed 
captions;. and publication av8ilable on audio cassette; 
4) Making Your Ctise, Braille. 'computer disk, and audiotape; 
S) Shifting Pattemr. publication in Braille and on audio c8ssette; and videotape 
with closed eaptiOllS; ..... 
6) Minnesoltl~ Spetli Out, SIlIItmtlI'y oJ Town Meetings, audio cassette; ~d 
7) Read My lips: h's My Choice, on audiotape. - ' 
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