P10403
TiueE ADMINISTRATION ON DEVELOPMENTAL DISABILITIES

Deporan L. McFappen, CoMMISSIONER

INCLUSION

Richard Swartz, USDHHS/ACF

A Brief Report from the 1990 Consumer Survey and Policy Data Sets

pN SERVIC,
& “,
The Administration for Children and Families
United States Department of Health and Human Services



This is the second in a series of brief reports that combines information
from two sources: the “1390 National Survey of People with Developmental
Disabilities,” and the 1990 Reports submitted to the federal government
by the states. The series is intended to highlight cutting edge issues,
by combining information from more than 13,000 face-to-face interviews
with people with developmental disabilities, with the informatien from
the reports of 55 states and territories.

In the 1987 amendments to the Developmental Disabilities Act, the
United States Congress required each state to;

¢ Conduct a survey of people with developmental disabilities concerning
their satisfaction with services and supports;

+ Perform a policy analysis of publicly funded programs, and;

* Hold public hearings on critical issues.

Each state was advised to interview about 300 consumers, When this
task was completed, more than 13,000 Americans with developmental
disabilities had been interviewed face to face. Policy analyses had been
performed by 55 states and territories. Public forums and hearings had
been held in each state in a variety of settings and formats. The informa-
tion from all three sources was used to prepare a 1990 Report in each
state.

With the assistance of the Administration on Developmental Disabilities
and the National Association of Developmental Disabilities Councils,
the states developed a standardized consumer interview form, as well
as consistent procedures for perferming the policy analyses.

The National Survey data have been compiled by the University
Affiliated Program at Temple University. The final data set includes
13,075 completed interviews. The policy information has been compiled
by the National Associaticn of Developmenial Disabilities Councils and
Jaskulski & Associates into a computerized file of over 7,000 statements
abstracted from the individual reports.

WHO 1S THE SUBJECT OF THIS REPORT?

This report is about Americans who have developmental disabilities.
Developmental disabilities are severe physical andfor mental conditions
that begin before age 22. Most experts believe that about 2 to 3 million
Americans have developmental disabilifies. The Cansumer Survey included
13075 people. This means that the States surveyed about one out of
every 200 Americans with developmental disabilities.

The youngest people in the survey are under half a year of age; the
oldest respondent is 90. The average age is 25.0 years. The survey group
i3 55% male and 45% female. The great majority of people {920} have
never been married; 4% are currently married, and 4% are separated,
divorced, or widowed. The self-reported ethnic makeup of the sample is
79% “white,” 11% “black,” 3% “Hispanic,” and 7% a variety of others,
including various Asian, Pacific Island, and other ethnic groups.

WHAT IS INCLUSION?

Inclusion by definition means "being a part of a whole!” For people
with disabilities, the whole is a community, and inclusion means living
among others and being a part of the life of a community. It means
having the opportunity to participate in the everyday activities of a
community with other citizens. Inclusion stresses the importance of
family and friends, of performing real work for real pay, and of giving
and receiving the benefits of being a community member.

Inclusion is closely related to integration, a topic included in the
National Survey. The Developmental Disabilities Act defines integration
as “the use by persons with developmental disabilities of the same
community resources that are used by and available to other citizens,
participation by persons with developmental disabilities in the same
community activities and integrated employment in which citizens without
disabilities participate, together with regular contact with citizens without
disabilities, and use of the same community resources by persons with

developmental disabilities living, learning, working, and enjoying life in
regular contact with citizens without disabilities, ana development of
friendships and relationships with persons without discbilities, and the
residence of persons with developmental disabilities in names which
are in proximity to community resources, logether with regular contact
with citizens without disabilities in their communities.”

INCLUSION—THE NATIONAL SURVEY

This section uses data from all people interviewed for the National
Survey, both adults and children. While nearly all responses for people
age 21 and under came from surrogates (95%), the same patterns of
response were found for adults and children on these items. We have
therefore combined the data in this part of the report.

In order to get an understanding of how people with developmental
disabilities feel about integration and inclusion, the Nationa! Survey
asked "how integrated do you think you are?” and "how important is it
to you to be integrated into the community?” The results are shown in
Figure 1.
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As the figure shows, 38% of the people told us that they are integrated
in their community, as opposed to 33% who do not feel integrated into
the community in which they live. In contrast, 75% of the people with
developmental disabilities feel that it is important to be integrated in the
community, as opposed to only 11% who feel it is not important. In fact,
motre than half of the people (56%) say that integration is “very important.”
While inclusion is ¢learly important to a large percentage of people with
developmental disabilities, the percentage of people who feel included
in their community lags far behind.

‘ "Frrenm?ﬁb and suﬁﬁan are me&iant to eveigohe, regard!é’ss of "
their agé or circumstances.” {Geotgia 1990 Report)

In a retated National Survey analysis, we examined the integration
ratings of people with developmental disabilities by how satisfied they
are with life in general. The percent of people who felt “integrated” is
as follows:

OF THE PEOPLE WHOSE
SATISFACTION WITH LIFE IS:

THE PERCENT WHO
FEEL INTEGRATED IS:

Very Satisfied 45%
Somewhat Satisfied 36%
Neutral 29%
Somewhat Dissatisfied 28%
Very Dissatisfied 18%

The table shows that people who were most satisfied with their lives also
had the highest percentage of peoplie who feel “integrated.” Conversely,
the people who were least satisfied with life in general had the lowest
percentage of people who felt integrated. Thus, there appears to be a signi-
ficant relationship between community inclusion and satisfaction with life.




Again using the respondent’s rating of his/her own integration, the Survey
data show that some people with the most severe disabilities are included
in their community. We examined the integration ratings of 680 people
in the Survey with substantial functional limitations in seven life areas. Of
these people with the most severe disabilities, 7% say they are “very
integrated” and 10% rate themselves as being “integrated.” This finding
should encourage all consumers, advocates, families, and professionals
to strive for the goal of community inclusion and integration for all people,
regardless of the severity of their disabilities.

* “Social and fecreafional oppori‘unmes must be consndered on an

*+ eGual basis with other program resodrces in prowdrng Tor fulf life

s expériehicés for peopld with developmental disabilities, This form of full
' “integrafion®shbuld help enable people with developmental disabilities ™
tor make friends and establish support groups among peopfe w:thout

i d?sabJIthes (@alﬁorh:a*wgo Repoﬂ) )
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COMMUNITY INCLUSION OF CHILDREN

This section uses data from the 5852 people interviewed for the
National Survey who were age 21 and under, We will examine community
inclusion by where these children live and by where they go to school.

The National Survey data reveal that most of the people age 21 and

- under do not receive residential services. A breakdown of where children

live is presented in the following table.

WHERE CHILDREN LIVE PERCENT
With Family—No Residential Service 72%
Family Care—Residential Service 17%
Community Residential Facility 6%
Institution 5%

Nearly three-quarters of the children live with family and dc not receive
any residential services at all. The rest do receive formal residential service.
17% are in situations defined as family care settings (substitute or foster
family). Only 6% of the people under age 21 live in community residential
facilities (group homes, apartments), and 5% live in institutional settings.

For the purpose of group comparison, we have created a scale which
summarizes the integration level of each individual. The scale is composed
of the frequency ratings of 13 different community activities for each
individual. Examples of these activities are visiting friends, going to a
restaurant, and going to the movies. Combined, these 13 ratings vield
the Integration Scale. The integration Scale ranges from 0 to 100, with
a higher score indicating a higher frequency of community activity (i.e.,
a person is “more integrated”). The Integration Secale can best be used
to compare different groups of people within the National Survey data set.
The perception of inclusion may vary, based on the respondent (the
consumer or the family/surrogate).

The following table presents an integration score for each of the four
residential situations presented for people age 21 and under.

WHERE CHILDREN LIVE INTEGRATION SCALE

With Family—No Residential Service 29
Family Care—Residential Service 28
Community Residential Facility 30
Institution 21

By far, the lowest score is found for chiddren living in institutions,
indicating that they are the least integrated. Integration Scale scores for
the other three settings are similar, with children living in community
residential facilities being the “most integrated.” It is clear, almost by
definition, that community inclusion for children can most likely happen
when they live with family, or in a home in the community.

iWell,.it seems:if they:have-the monsy for:group: homes, ‘why ¢an't
. they.have.that for the: child.at-home where he's: happy aﬂd nor take
. him:out of his home surroundings?”(Utah: pafem) £ o :

An important aspect of the lives of children is education. The National
Survey asked, “In what setting did you receive most of your education?”
55% of the children go to a regufar school (1% in a regular class, 5%

in a resource room, and 38% in a special class). Another 39% of the
children go to a special school (34% in school during the day and 5%
in a residential school). 3% receive homebound education and 3% are
educated at a residential facility. Only 119 of all the children are truly
integrated, attending a regular class in a regular school.

“We are. all-prejudiced toward people with disabilities, whethef i’e :
want to be er not: It's just the way we-were raised and-what wé'saw -
growing up «. . But | .see the kids in-Josh's class just intéract Wfﬁh hfm “
as another kid. AndJ think, and maybe Fm optimistic: that future: - ¥
generations won't have that prejudice.” (West Virginia-Parent)” | . -

Using the Integration Scale described earlier in this report, we rated
the community inclusion of the various educational settings the children
attend. The data are presented in Figure 2.
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The figure shows that people age 21 and under who attend regular
school are “more integrated” than those in other settings, as indicated
by higher Integration Scale scores. The highest Integration scores are
measured for children in regular schoo) resource rooms (35), regular school
regular classes (33), and regular school special classes (31). The children
in special schools were less integrated, with special school—day scoring
a 27 and special school—residential a 28. The children receiving their
education at home or in residential facilities were the least integrated
of all, with Integration scores far below the rest.

The same pattern is found when the parents rating of their child’s
integration is examined by educational setting. Children in regular schools
are more frequently described as being “integrated” than children in
special schoels or residential facilities.
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“Our son has always been rn regular ciasses wath his age- gmup

lnmaﬂy we_had our reservations, but.welve been really-pleased.. Its
_just i rncred:ble to.me to go into the classroom and see. these.kids ;%
rnteractmg with each other. They know haw to communicate with. hl
““they show him how to do his science experiments, It's mcmdfbie "
’ (New Hampshnre Parent) ' s

COMMUNITY INCLUSION OF ADULTS

This section uses data from the 7,196 people interviewed for the National
Survey who were age 22 and over. We will examine community inclusion
by where the adults live and by where they work, as well as several
other indicators of cornmunity inclusion.

The National Survey asked, "During the past few weeks have you ever
felt very lonely or remote from other people?” More than half of the adults
in the Survey (56%) said "yes,” indicating that they had felt very lonely
recently. Comparison data are available from "“The Quality of American
Life” Study by Campbelf and Converse in 1984, Only 22% of all non-disabled
adults in this study ever “felt lonely.” Adults with developmental disabilities
are more than twice as likely 1o feel lonely as non-disabled Americans.




To obtain more information about Developmental Disabilities in the Nineties, please conlact your state Developmental Disabilities Council:

ALABAMA

Joan B. Hannah. Director
Alabama DO Planning Coungil
PO Box 3710

200 Interstate Park
Montgomery, AL 36193-5001
205-271-9278

ALASKA

David Maltman, Director

Governot's Council for Handicapped and Gifted
2330 Nichols Street

Anchorage. AK 99508

807-272-2500

AMERICAN SAMOA

Matau Taele, Executive Director
AS DD Council

PO. Box 3823

Pago Pagoe. AS 96799
684-633-2820

ARIZONA

Diane Skay, Director

Governor's Council on DD

177 West Jetferson, Site Coae (747
Phoemx, AZ 85067

602-542-4043

ARKANSAS

Orson Berry. Executive Director
Governor's DD Pianning Council
4815 West Markham Street
Little Rock, AR 72201
501-661-2589

CALIFORNIA

James F. Bellotti. Director
California State Council on OD
2000 O Street. Room 100
Sacramento, CA 95814
316-322-8481

COLORADC

Paula Kubicz. Director
Colorado DDPC

777 Grant. Suite 410
Denver. CO 80203
303-804-2345

COMMONWEALTH OF THE
NORTHERN MARIANA ISLANDS

Juanita 8. Malone

CNM! DD Councit

PQ. Box 2585

Saipan, MP 96950

O11-670-322-3014

CONNECTICUT

Edward T. Preneta. Director
DO Council

80 Pitkin Street

East Hartlord. CT 06108
203-725-3828

DELAWARE

James F. Linehan, Director

Delaware 0.0. Council

Department of Administrative Services
10 Townsend Building. Third Floar
Dover. DE 19903

302-739-3613

DISTRICT OF COLUMBIA

Carol Boykin, Direciar

DC DD Planning Couneil

801 Neorth Capitol Street, Suite 954
Washington, DC 20002
202-724-2470

FLORIDA

Joseph Krieger. Director

Florida DD Planning Council

820 East Park Avenue, Suite H100
Tallahasses, FL 3238580700
904-488-4180

GEOAGIA

Zebe Schmitt, Director

Governor's Council on DD

878 Peachtree Street. N.E.. Suite 820
Atlanta, GA 30309

404-894-5790

GUAM

Benito 5. Serving, Director

Guam DD Council

Harmon Industrial Park. 122 Harmen Plaza. Room 8201
Harmen. GU 96911

(11-571-646-8691

For more information about the Consumer Survey and the 1990 Reports, contact:

HAWAN

Diana Tizard, Director

Hawaii State Planning Council on DD

500 Ala Moana Boulevard. 5 Waterfront Piaza, # 5-200
Honolulu, HI 96813

B808-548-8482

IDAHO

John D. Watts, Director

Idaho State Cauncil on DD
280 North 8th Steeet. Suite 208
Boise, 1D 83720

800-544-2433

ILLINDIS

Cathy Ficker Terrill, Director
flhnais Council on DD

State of Illinois Cenler

100 Randalph. Boom 10-601
Chicago. IL 60601
312-814-2080

INDIANA

Suellen Jackson-Bones. Director

Governer's Flanning Council on Developmental Disabilities
143 West Market Street, Suita 404

[ndianapodis, IN 46204

317-2327770

IOWA

Director

GPCDD Heover Building. 5th Floor
Des Moines. 1A 50318
515-281-7632

KANSAS

John Keily. [rector

Kansas Planning Council on 0D

Docking State Office Building. Room 1030 South
Topeka, KS 66612-1570

913-296-2608

KENTUCKY

Prudence Moore, Director

Kentucky DO Planning Council

Department of MHIMR Services, 275 East Main Street
Frankfort. KY 40621

502-564-7842

LOUISIANA

Anne E. Farber Ph.D. Director

LA State Planning Council on Developmental Disabilities
PO. Box 3455

Baton Rouge. LA 70821-3455

504-342-6804

MAINE

Pete Stowell. Drrector
bD Council

tash Building, STA =139
Augusta. ME 04333
207-280-4213

MARYLAND

Susanne Elrod. Executive Director

wMODDC

One Market Genter. 300 West Lexington Street, Box 10
Baltimore. MD 21201

301-333-3688

MASSACHUSETTS

Jody Williams, Director
Massacnusetis DD Council

§0C Washington Street. Room 670
Boston. MA 0211

6177276374

MICHIGAN

Jerry Mutty, Director

Michigan DD Couneil

Lewis Cass Building. 6th Floor
Lansing, MI 48913
517-334-6123

MINNESOTA

{Colleen Wigck, Ph.D., Director

Governot's Planning Council on Developmental Disabilities
300 Centennial Oftfice Building, 658 Gedar Street

St. Paul, MN 55155

612-296-4018

WISSISSIPPI

E. & Bell, Director

0D Planning Council

1101 Robert E Lee Building
Jackson, MS 39201
£01-359-6238

MISSOURT

Kay Conklin, Director
Missouri Planning Council for Developmental Disabitities
PO. Box 687

1706 East Elm Street
Jeflerson City. MO 65102
314-751-8611

4th Floor, Ritter Annex {004-00)

Philadeiphia, PA 19122
2157871356

Temple University Institute on Disabilities/UAP

13th Street and Cecil B. Moore Avenue or

MONTANA

Greg Olsen. Executive Director

DD Planning and Advisory Council

PO. Box 526

111 Narth Last Change Gulen, Arcade Building. Unit C
Helena, MT 58620

406-444-133¢

NEBRASKA

Mary Gordon. Director
Department of HealthfDD
PO, Box 95007

301 Centennial Mall Seuth
Lincoln. NE 68509
402-471-2330

NEVADA

Donny Loux, Diractor

DD Council, Department of Rehailitation
505 East King Street. Room 502

Carson City, NV 89710

702-687-4440

NEW HAMPSHIRE

Thomas E. Pryor, Director

New Hampshire B0 Council

PO Box 315

The Concord Center, 10 Ferry Street
Concerd, NH 03301-5022
803-271-3236

NEW JERSEY

Ethan Eliis, Diractor

New Jersey DD Council

32 West State Street, CN 700
Trenton, NJ 0B625
609-292-3745

NEW MEXICO

Chris Isengard. Director

New Mexico DDPC

2025 Pacheco Straet. Suite 2008
Santa Fe, NM 87505
305-827-2707

NEW YORK

Isabel Mills. Directar

NY. State DO Planning Council
155 Washingten Avenue. 2nd Flaor
Albany. NY 12210

518-474-8233

NORTH CAROLINA

Holly Riddle. Executive Director
NC Council on DD

1508 Wastern Boulevard
Raleigh. NC 27606
919-733-6566

NORTH DAKGCTA

Tom Wallner, Director

North Daketa 0D Council

N.0. Department of Human Seivices
400 East Broadway, Suite 303
Bismarck, ND 58505-0250
701-224-3955

OHIO

Ken Campbell, Executive Director

Qhia OO Plarning Council

Department of MRIDD

8 East Long Street. Atias Building, 6th Floor
Columbus, OH 43215

814-466-5205

OKLAHOMA
Pat Burns, Director
DHS—0Oklahoma Planning Coungil

on Developmental Disabilities
Sequoyah Building, Room 500, Box 25352
Oklahoma City. OK 73125
405-521-4985

OREGON

Director

Oregon DD Planning Council
540 24th Place. N.E.

Salem. OR 97301-4577
503-373-7555

PENNSYLVANIA

Dawid Schwartz. Executive Director
DD Planning Council

569 Forum Building

Harrisburg. PA 17120

TF78T-6057

PUERTC RICO

Maria Luisa Mendia, Director
BO Council

PO. Box 9643

Santurce. PR 00908
§09-722-0530

RHODE ISLAND

Marie Citrone. Director
Rhode Isiand DO Council
600 New Londan Avenue
Cranston. RI 02920
401-484-3191

SOUTH CAROLINA

Belty Easler, Direclor

3.C. DD Council

1205 Pendleton Street, Edgar Brown Building, Room 372
Columbia, $C 29201

803-734-0465

SOUTH DAKJTA

Charlie Andersan, Ed.D.. Executive Director

South Dakota Governor's State Planning Council on DD
700 Governor's Drive, Kneip Building

Pierre, SD 57501

605-773-3438

TENNESSEE

Wanda Willis, Director

DD Planning Council

Department of MH/MR, 706 Ghurch Street, 3rd Floor
Nashville, TN 37219

615-741-3807

TEXAS

Roger A. Webh, Executive Director
Texas Planning Council for DD
4900 North Lamar Boulevard
Austin, TX 78751-2316
512-483-4080

UTAH

Jan Mallett, Ph D, Director

Utah Gounil for People with Disabilities
350 East. 500 South, Suite 201

Salt Lake City, UT 84111

801-533-4128

YERMONT

Thomas Pembar, Cirector
Vermant DD Counci

103 South Main Street
waterbury, VT 05676
B802-241-2612

VIRGIN ISLANDS

Mark ¥inzant, Director

DO Counail

PO. Box 2671

Kings Hill. St. Croix, VI 00850
809-772-2133

VIRGINIA

hieade Boswell

Board for Rights of Virginians with Disabilities
1 North 14th Street, 17th Floor

Richmang, VA 23219

804-225-2042

WASHINGTON

Ed Holen, Director
Washington State DDPC

Sth and Columbia. MS: GH-51
QOlympia. WA 98504
206-753-3908

WEST VIRGINIA

Julie Pratt, Executive Director
WY DO Planning Council

1601 Kanawha Boulevard West
Charleston, Wy 25312
304-348-0416

WESTERN CAROLINA ISLAND
Minoru Ueki. M.D.. Director

Trust Tertitory Health Council
MacDonald Memonal Hospital, Karor
Palau. WC| 96940

NiA

WISCONSIN

Jayn Witenmyer. Executive Director
wisconsin Council on DD

PO. Box 7851

722 Wiliamson Streel. 2nd Floor
Madison, Wl 53707.7851
608-266-7826

WYOMING

Sharron Kelsey, Director

Planning Council on DD

122 West 25th Street. Hersch Builging. 1st Floor East
Cheyenne, WY 82002

3077777230

Jaskuiski & Associates

6547 River Clyde Orive

301-854-3030

Highland, MD 20777




“ ji:st sit in my rbom, listen to the radio, have a cigarette, go out to
“church once & week—that doesitt cost anything, It's like a pfison.”

&(New, Hampshire consumer)

Adults in the National Survey live in a variety of residential settings.
Most adults live in the community without residential services (46%).
Residential service options in the community include group homes (23%)
and supervised apartments, boarding homes, and family care settings
{18% combined). The remaining people live in institutions and nutsing
homes (13%). Figure 3 shows the Integration Scale scores for adults
according to where they live,

b 5 : w s

Figure-3 - Lo
£ s Integration by Where Adults Live -

#

% “Group Home 1-9
. Supg,rvise;g Apadmet
Boarding Home
FamilyCare”
;&No ‘H*esidggtial Service,
Group Home 10+

£ Nutsing Home 149
% - Institutior

B Nursing Home 50+

v S

0 10 20 30 40 50
s 5 “ ! ’

Integration Store

#
P

:Higher Scere = More Integrated  Aduitsonly N =-7186. % = =

The figure shows a wide variation in community inclusion based on
the type of residence. All adults living in the community scored 28 or
higher on the Integration Scale, indicating that they are “more integrated”
than adults living in institutional settings {who had average scorgs of
22 or lower). People living in small group homes, supervised apartments,
and boarding homes were the most integrated. Next were people living
in family care settings, large group homes, and people living in the
community with no residential services. Adults living in nursing homes
and institutions have by far the lowest levels of community integration.

In order to compare community inclusion for adults in different work
situations, National Survey data were used to categorize adults according
to their employment situations. The categories of employment are: regular
job (12%6), supported employment (6%), non-facility based sheltered
employment {3%), facility based sheltered employment (17%), volunteer/
unpaid workers, students, looking for work (9%), and not working (53%).
The table below presents the Integration Scale scores for people in
these employment categories.

WHERE ADULTS WORK INTEGRATION SCALE

Regular Job 34
Supported Employment 34
Sheltered Employment-Non-Facility 32
Sheltered Employment-Facility Based K1l
Volunteer, Unpaid Work, Student, Job-Hunting 30

Not Working {(Home, Pre-Vocational, Day Service) 25

The table shows that the people who are not working are “less
integrated” than everyone else. There was little variability in the
average Integration Scale score for the other 5 groups. The people who
are “most integrated™ are those in supported employment and regular jobs.
The basic finding here is that adults with developmental disabilities
who are working are more “included” than those who are not working.

The National Survey collected a great deal of information on how
frequently the person with developmental disabilities participated in a
variety of community activities, and used community resources, like

evetyone else in the community. Figure 4 presents the percentage of
adufts who participate weekly in each of seven activities. Comparative
figures for people without disabilities are presented whenever available.
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As the figure shows, the activities that the highest percentage of adults
participate in weekly are visiting friends, relatives, or neighbors (56%),
visiting a supermarket or food store (47%), and going to church (40%).
Less than 20% of the adults in the National Survey go each week to
the bank (18%) or to a bar or tavern {4%).

For comparison, Figure 4 also includes the percentage of non-disabled
adults who participate each week in the same activities. These figures
come from the International Center for the Disabled’s Survey of Disabled
Americans, conducted by the Harris organization in 1986. On all three
comparative ifems, a higher percentage of non-disabled people participate
weekly, compared to people with developmental disabilities. A higher
percentage of people visit a food store weekly (87% 1o 479}, go each
week {0 a restaurant (58% vs. 34%), and go every week to church (53%
vs. 40%).

Perhaps through providing community supporis to people with develop-
mental disabilities, and through education and changes in attitude of
the general public, and through the improvement of accessibility to
community resources, these differences in community inclusion between
people with disabilities and people without disabilities can become
smaller or disappear.

BARRIERS TO COMMUNITY INCLUSION

Concerns about bartiers to community inclusion were identified in 44
of the 1990 Reports. Barriers were found affecting the lives of people
with developmental disabilities in the following areas:

— Inclusion as a neighbor (36 states): reliance on segregated living
arrangements, use of ICF/MR facilities and other “medical models,”
lack of opportunities for integrated and accessible community
recreation activities

— Inclusion in education (28 states)

— Inclusion as a co-worker (15 states)

- Inclusion as a citizen (8 states): voting barriers; barriers to participation
on planning boards, in monitoring activities

- Inclusion in life in general {24 states): lack of friends; poor preparation
for community participation, especially in the education system;
physical proximity in housing, education, and work that does not
equate with inclusion; "client mentality”

The 44 reports with findings on community inclusion aiso identified
five types of factors associated with barriers to inclusion:

{1) Lack of supports to individuals specifically relevant to the promotion
of community inclusion {35 states)—transportation (2g., to community




leisure activities), related services that support integrated education,
supports for making friends and building relationships, assistive
technology, interpreters

(2yOther systems factors (33 states)—provider traditions; lack of aware-
ness of the importance of inclusion, public education, other support
to communities; shortage of knowledgeable professionals; generic
provider resistance {e.g., in senior centers); use of the continuum
model in employment and living arrangements; weak enforcement of
standards (e.g., of “least restrictive environment” requirements in
education); poor use of generic services; lack of support to generic
service providers

(3) Community factors (27 states)—prejudice, negative public atiitudes;
inaccessible community facilities

{4) Resource factors (27 states)—relative lack of resources for services
that promote community inclusion in contrast to those available for
services that restrict community inclusion such as institutional care;
financial disincentives (e.q., higher rates of state aid to local school
districts for out of state school placements than for education in the
child’s home community)

(5) Policy factors (21 states}-—inappropriate standards, approaches to
monitoring that do not emphasize community inclusion; lack of explicit
policies on inclusion; lack of data on inclusion (e.g., on outcomes for
individuals)

STRATEGIES TO REDUCE BARRIERS
AND PROMOTE INCLUSION

The 1990 Reports are a 'gold mine” of ideas on strategies to promote
community inclusion; 49 states and territories included information and
recommendations in this area. Some recommendations were made by
large numbers of states (e.g., 30 states recommended that community
inclusion be identified explicitly as a policy goal), other strategies were
identified by only one or two states (e.g., that American Sign Language
ke taught to students in classes with non-hearing peers).

The majority of reports (31 states) recommended public education
strategies, including providers, both generic service personnel (e.g., health,
public transportation) and those in the specialized developmental disabilities
service system, as well as peers and community members. Specific
strategies to reach providers included the following recommendations:

- Emphasize community inclusion (its importance, ways to support inclusion)
in professional education.

- Add requirements on community inclusion t¢ professional certification
standards.

- Provide training and technical assistance on inclusion to generic
service providers.

- Change the role of special education teachers to facilitators and
consultants on "mainstreaming” and inclusive education.

- Identify the competencies needed for pramotion of community inclusion.
- Provide scholarships to providers for additional training on inclusion.
- Improve dissemination of "best strategies.”

- Increase resources for education and training en inclusion

Strategies recommended to reach peers and community members
included, in addition to the teaching of American Sign tanguage noted
above, the employment of people with disabilities (e.g., in community
recreation programs}; improved use of the media; participation of people
with developmental disabilities in community organizations; and the
establishment of a community council on developmental disabilities in
each county of the state.

Marny 1990 Reports recommended /ocal inifiatives on community inclusion,
targeted either to individuals or to communities. Supports to individuals
with developmental disabilities to enhance their inclusion included
increased use of informal supports, building "circles of friends,” the
development of other friend-advocate programs, targeted provider efforts
to help people increase their community connections, increased use of the
~ Foster Grandparent Program, peer tutoring angd cooperative learning pro-
grams in the schools, and the use of smaller community residences.

Recommended supports to communities, in addition to increased resources
for such supports, included the provision of incentives for local initiatives,
greater involvement of communities and local governments, and the
expansion of opportunities for community members to know and form
relationships with people with developmental disabilities.

Eight additional types of strategies were recommended by the states
and territories in their 1990 Reports:

(1) Policy strategies (39 states), including the definition of community
inclusion as an expiicit policy goal, recognition of its significance in
developmental disability policy, and greater emphasis on inclusion in
following existing policy.

{2} Individual support strategies specific to the promotion of inclusion
(34 states), such as better preparation for community participation
{e.g., in the education system), transportation, interpreters for people
with severe hearing impairments, assistive technology, and architectural
modifications to increase accessibility

(3) Research and planning (28 states), in particular research on community
inclusion outcomes and ways to promote inclusion

{4) Resource strategies (24 states), including increased resources for
the supports that promote community inclusion and for accessible
community recreation, creation of incentives for community inclusion
and reduction of financial disincentives, redirection of funding from
segregated services to those that promote inclusion, and resources
for professional and public education

(5) Quality assurance {23 states), in particular the improvement of monitoring
and enforcement to emphasize community inclusion cutcomes as
well as such suggestions as the development of state mandates for
integration and inclusion, the recognition of excelience in community
inclusion, and the creation of a “'segregation complaint procedurg”

(6) Service system strategies (20 states), such as expanded opportunities
for participation in community recreation, integrated child care, pre-
schools, and adult education, the use of team teaching, elimination of
the use of segregated facilities, and the specific addressing of community
inclusion goals in individual pregram plans

(7) Strategies to increase inclusion as citizens (17 states), including
greater participation of people with developmental disabilities on boards
and committees responsible for service system planning and oversight,
increased voter participation, and the development of statewide citizen
participation initiatives

{8) Coordination strategies (7 states), including inter-agency collaboration
on the promotion of inclusion, suppert to coordination ameng praviders,
and statewide coordination of local initiatives on inclusion

Strategies specific to inclusive living arrangements may be found in
the “Home of Your Own” brochure available from the Administration on
Developmental Disabilities.

STRATEGIES ALREADY IN PLACE

Fourteen 1990 Reports included information on existing strategies
that had been found to be effective in promoting community inclusion.
Similar to the recommendations outlined above, they may be characterized
as follows:

- Policy and systems strategies, including explicit goals of community
inclusion in deveiopmental disability policy, inclusion of such goals in
individual program plans, and standards of community inclusion as
part of the quality assurance system

- Supports to individuals that emphasize promotion of community
inclusion, such as friendship buiiding, assistive technology, informal
supports, “functional” curricula that emphasize community participation,
and supported living approaches

- Support of local initiatives {e.g., demonstration projects)

— Public education, such as evidence of the benefits of community mem-
bers’ experience as co-workers of people with developmental disabilities

This report was produced for the Administration on Developmental
Disabilities by the Temple University Institute on Disabilities, a University
Affiliated Program, in conjunction with Jaskulski & Associates.



