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I. MANAGEMENT SUMMARY

Overall 1Pl Satisfaction

Three of five respondents agree to being satisfied with their levels of IPIL
People are least likely to be satisfied with their level of Inclusion.

Craduates of the Partners in Pclicymaking™ program are overal! less satisfied with their IPII,
than ncn graduates.

Independence

independence is more tangible for people than the other [Pl dimensions. Many of the aspects that

drive feelings about Independence, such as Mobility and Information Access, could be abjectively
measured.

People with mild develcpmental disabilities felt they had more Control of their Destiny than those
with moderate or severe disabilities. Consequently, this group had a more positive rating on
Independence.

Productivity

-

Adults had higher ratings on productivity than minors. As people develop Skills and are given
Responsibility both at home and where they work or volunteer, their ratings on Productivity improve.

When pecple feel they are being Recognized for their achievements, especially in school and at
home, their ratings on Productivity improve.

There appears to be gpportunities for enhancing the productivity of the population with developmental
disabilities: same who cuirently work would prefer to work more hours; and some who are currently
unemployed would like to have a job.
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. MANAGEMENT SUMMARY

Integration

. integration within a community sometimes involves breaking down barriers. YWhen people with
disabilities have the Resources they need, their ratings on Integration improve.

. When peaople with developmental disabilities are Treated as an Equal, their rating on Integration
improve.

Inclusion
. Satisfaction with Inclusion was rated the lowest, and appears to have potential fcr the most improvement.

. Inclusion is the most subjective area for people. It is a measure of their feelings about Relationships,
Equality and Respect. As people feel better about these aspects their ratings on inclusion become higher.

Education

«  Almost all respondents cusrenily in school attend public schocls.
. One of four parents/advocates feel their child spends too little time in regular classes.

. Almost one-third of parentsfadvocates feel their concerns are neither addressed promptly nor
professiaonally by their school.

Government

. All levels of Government - County, State and Federal - received low ratings on their performance as it
relates to people with developmental disabilities.

. Many people find the process of learning the government system - in order to get assistance -
confusing and time consuming.

. Graduates of the Partners in Palicymaking™ program were less satisfied with government than non-
graduates.
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Il. PROJECT OVERVIEW

- Background. Obiectives and Methodology -

Background

By order of the Developmental Disabilities Assistance and Bill of Rights Act, each state was granted the authority to
create a Developmental Disabilities Council. For the past thirty years, the Minnesota Councit has served as an advocate
for people with developmental disabilities - people with the most severe disabilities who may require long term service and
support {(about 1.8% of the state population). With support from the Council this segment of the population strives to be
“treated as people first”.

The Self-Advocacy Movement (1980-present) has redefined the “disability problem” and has put responsibility on society
to change its attitudes and practices to include persons with developmental disabilities, rather than changing this
population to fit scciety. The Minnesota Council’s charter is {o assure that individuals with developmental disabilities
receive the necessary support to achieve increased independence, productivity, integration and inclusion {IPIl) in the
commurtify.

Objectives

The Minnesaota Council conducted a quality assessment in 2000, to determine how people with developmental
disabilities evaluate the guality of services they receive from the aray of service providers, and what obstacles
they may face in their day tc day living. Additionally, the Council intends to conduct reevaluation research on a
regular basis to measure if conditions are improving statewide for people with developmental disabiflities. In order
to successfully implement the research, three areas of questioning needed to be fully addressed:

1. How are Minnesotans, who have developmental disabilities, being treated in their
day ta day life? Are they being “treated as people first"? Do they perceive there
are adequate opportunities for increased independence, productivity, integraticn
and inclusion?




Il. PROJECT OVERVIEW
- Background, Objectives and Methedology -

2. How satisfied are the people, who have developmental disabilities, with the products
and services being provided by government agencies and their suppliers? VWhat does
government need to do in order to improve its service and support for the this
population? '

3. Are there distinct segments (subgroups) of this population, who have developmental
disabilities, with unique needs and circumstances, which may require different
appreaches and/or “service packages” from the Council and other service provider
agencies?

Methodology

The following research design was used in order to define a benchmark that will be used by the Minnesota
Council to gauge how people with developmental disabilities statewide percaive the level of services being
provided by government agencies and their suppliers. Our three phase process is summarized below.

Phase 1: Designing a comprehensive measurement instrument

« First we conducted background research using past studies, telephone legs and insight
that the Council members had, to design a draft of a comprehensive measurement
instrument.

» Next we pilot tested the guestionnaire during eighteen {18} one-cn-one interviews among
people with developmental disabilities and family/care givers, either at their residence or a
convenient location. Interviews lasted up to 2 hours. These interviews ensured that the
questionnaire addressed all of the refevant issues for measuring IPII of this populaticn.
Respondents represented a broad spectrum of people with developmental disabilities in
Minnesota.

« We interviewed:13 Partners in Policymaking™ Graduates and 5 nan-graduates; 8 people
living in the Twin Cities metre area and 10 living outside the area; 6 people who have a
developmental disability actively participated in the interviews.

MarkotRosponsof [ {5y k] 1E!] 8 #1159




1. PROJECT OVERVIEW

- Background, Objectives and Methodology -

Phase 2' Survey Administration - 2000

Due to privacy issues we used a list of Partners in Policymaking™
graduates to aid in survey distribution. Almost 320 graduates statewide
were contacted and of those 148 were available and willing to distribute
approximately 1,200 survey packets to qualified respondents in their
communities. Due to the holidays and other circumstances an estimated
950 surveys were actually distributed and received from mid-November until
mid-December.

300 completed surveys were returned, which represents a 32% response
rate. ' —

in some cases, both a person with a developmental disability and scmeone
ciose to them (such as a parent or care giver) completed the questionnaire
fogether. When the person with the developmenial disability was unable fo
parficipate in the questionnaire, the parent or care giver responded on this

parson’s behaif.

#1159




. PROJECT OVERVIEW

- Respondent Profile -

The respondent profile clearly demonstrates the broad spectrum of people with
developmental disabilities in Minnesota represented in this study.

Age of Person with Devetlopmental Bisability

Minor
Overall  Less than 19 years

Who is responding fo this survey? %o %

Parent qr family member 78 94

Other primary care giver 14 7

Person with developmental

disability 22 10
Whalt is the nature of your developmental disability?

Autism 14 207

Cerebral Palsy 27 28

Epilepsy 16 16

Mental Retardation 60 52

Other 41 47 A

Adult
19 years or clder

% i
Nine out of ten surveys were

57 completed by parents, family
21 members ¢r other care givers
either on behalf of the person
with the developmental disability
or together with them.

35

26
16
68"’
35

The number of youth with autism was higher {20%) as compared to the adults {7%) represented in
this research. Mental retardation was the most often mentioned disability among all survey

respondents.

Mote: Armows "%-{r } indicate significant differences between means or percentages, at the 95% confidence level or more.




II. PROJECT OVERVIEW

- Respondent Profile -

Age of Person With Developmental Disability

Minor Adult
What is the severity of your Overall Less than 18 years 19 years or older
developmental disability? % Y% %
Eight of ten
Eei mi‘é , l; E ig respondents were
Net Sovore v P 28 either moderately
or severely
developmentally
disabled.
Where do you primanily live?
With parents or family 64 a3 33
Group home 17 5 28 Only one-third of
Own apartment or house, less than adults with a
24 hour supervision 7 0 15 developmental
Own apartment or house, 24 hour . . L.
supervision 4 1 7 disability were living
Other 8 1 17 with parents or
family.

Household Income

<$35K  336-S50K 2351K  por minors, the household income reported is for their family
Overall 51 18 31 of legal guardian plus any government funding; whereas, the
Minor 24 27 49 inceme for adults is likely to be their own income cnly. Eight
Aduit 79 g 12

out of ten adults reported an income less than $35,000.

11
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Il. PROJECT OVERVIEW

- Respondent Profile -

» Fifty-four percent of respondents were diagnosed at birth, one-fourth were diagnosed before
the age of two and the remainder were diagnosed thereafter.

= The average age of the person with the developmental disability was twenty-two years old.

» Only 17% were under ten years old, 35% were between 10 and 18 years old and almost half
of those with a developmental disability were over nineteen years old.

WHERE THEY LIVE:

R el I e L R T T T e TR

« Respondents have fived in Minnesota for an average of 22 years.

* One third of our respondents reside in the metro area and the other two-thirds live outside of
the Twin Cities metro area.

* Respondents from fifty counties are represented in this report.

» The household income of half of the respondents was under $35,000. Eighteen percent
{(18%) have a household income between $36,000 - $50, 000 and 31% have a househoid
income over $51,000.

*+ Ninety-four percent (94%) of people with developmental disabilities participating in our study
were white.
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. PROJECT OVERVIEW

- Respondent Profile -

In general, how does your developmental
disability impact your ability to. ..

Be economically self-sufficient

Live independently

Learn

Take care of yourself

Use receptive and expressive language

Be mobile

Being economically self-sufficient, living independently and leaming are the most significant
challenges for people with developmental disabilities. Of ali the challenges listed abave,
mobility appears to be an area where (perhaps) most progress has been made to meet their
needs.
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B. Ratings of Education System

C. Ratings of Government
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lll. Detailed Findings

A. IPII

Independence

Productivity

Integration

Inclusion
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QOverall IPII Satisfaction

I am satisfied with my current level of. ..

Agree Somewhat Agree Strongly
4/\ A
IPII (Overall Average) !~ | o w%
Independence | =~ - 36% .
Productivity | = 37%
Integration | 35%
Inclusion | -~ = 3%

People with a developmental disability were significantly more satisfied with their
current level of Independence than their level of inclusion. There are nearly as many
people dissatisfied with their current level of Inclusion as satisfied.




Qverall IPII Satisfaction

The values in the table are the percent of people who agree they are satisfied with their
current level of IPIl.

Partners in
Pclicymaking™

Independence 57 & 69 55 747 7451 56 53
Productivity 56 65 57 66 61 63 61
Integration 50+ 70 59 67 63 65 61
Inclusion 47 4. 60 47 63% 61 51 46

People with a developmental disability who are Graduates of the Partners in Policymaking ™
program were significantly less satisfied with their current level of independenice, integration and
Inclusion than Non-Graduates of the program. At least half of the graduates were dissatisfied
with their level of Infegration and incliusion.

The lowest income category, <$35K, is highly skewed towards adults (80%). Thus, that group’s
IPIl satisfaction ratings are almost identical to the ‘Adults’ category.

MNote: Arrows { Aé} indicate significant differences between means or percentages, at the 95% confidenca level or more.

MarketResponse {(i:y i1 3 7 #1159




[ll. Detailed Findings

A. IPII

Overall IPII Satisfaction

=S

Productivity

Integration

L

Inclusion
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Independence

In the fifth grade she started going to vo-tech to
learn basic living skills. She now knows how fo
cook her own meals and take care of herself. She
also knows when she should call for help.

There is no way she is Independent. She is
18 years old, but she doesn’t have a job and
she can’t drive.

[ am my own guardian. This is very important to me.

Mote: Quote{s) were obtained from parents and self-advocates during the qualitative interviews.
— So— 19 #1159




Satisfaction With Independence

I am satisfied with my current leve! of Independence:

Agree Strongly

Agree Somewhat 1 36%

Neither Agree

’ 0,
Nor Disagree | 13%

Disagree Somewhat | 15%

Disagree Strongly

The survey indicates that 22% of the population of Minnesota, who have

developmental disabilities, are clearly not satisfied with their current level of
independence.

20 #1159




Satisfaction With Independence

! am satisfied with my current level of Independence.

Total Agree ﬁmewhat Agree Strongly Total

Age Disagree e Agree
Less than 19 years cld 26% ' - ' : s 73%

19 years or older 20% .' % 74%

Younger people with disabilities are more likely to say they are not satisfied with their current
level of independence. This feeling may be in part a function of age. Among the aduits with
developmental disabilities, one in five are not satisfied with their ievel of independence.

Degiree of Disability 207,
Less Severe 8% I 85%
Severe 229%, H |

Most Severe  30%

Satisfaction with independence is related to degree of disability. Those with a more severe
disability are over 3 ftimes as likely as those with a less severe disability to say they are not
satisfied with their level of independence.
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Key Aspects of Independence

When comparing the level of overall satisfaction with detail questions on the survey, the
key aspects in determining people’s independence were as follows:

Mobility

Privacy

information
Access

Destiny - Control
of the future

f can (even if someone helps me because of my
disability) go where | want fo go.

{ have privacy when [ feel | need it.

| have privacy to be with people when | want privacy.

Only people who are allowed fo know my personal
information have access fo ff.

{ can set outcomes (goals} for myself.

The level of agreement respondents had with the statements above is closely related to
how satisfied they are overall with their independence. People who strengly agreed with
these statements are more likely to be very satisfied with their level of independence.

22 #1159




Key Aspects of independence

When comparing the level of overall safisfaction with detail questions on the survey, the
key aspecits in determining people’s independence were as follows:

Mobility

Privacy

Information
Access

Destiny - Control
of the future

I can (even if sormeone helps me because of my
disability} go where | want o go.

{ have privacy when f feel | need it.

| have privacy to be with people when [ want privacy.

Only people who are allowed to know my personal
information have access to it.

f can set oufcomes (goals) for myself.

The level of agreement respondents had with the statements above is closely related to
how satisfied they are overall with their independence. People who strongly agreed with
these statements are more likely to be very satisfied with their level of independence.
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Attributes of Independence

Agree Agree
Somewhat ___Strongly

I

| can live in a way that reflects my cultural or religicus preferences.

[ have privacy to be alone when | feel | need i.

| can {even if someone helps me because of
my disability} get t¢ where | want to go.

| have control (even if someone helps me because of my disability)
over how | present myself, what | choose to wear, my hairslyle, etc.

| have privacy to be with people when | want privacy.

I can {even if someone helps me because of my disability}
decorate or arrange my living area how [ like it.

Only people who are allowed to know my
personal information have access to it.

| have control over my daily schedule. '

| solve my own problems {even if someone helps me).

| can decide about how | spend my money.

| have access to parsonal files kept on me.

| can set outcomes [goals) for myself.

| can make decisions that will affect my future.

There is room for improvement on these attributes of independence, especially on those lower on this list.
The items in bold are key aspects of independence. Thus, helping people feel more able fo sef outcomes
(goals) for themselves, represents a potentially more effective opportunity for improving overall satisfaction
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Attributes of Independence Specific to Adults

Adults’ levels of satisfaction with their living arrangements were

related to the severity of their developmental disability, as shown
in the bars below.

§ can live near the people who are important to me.

Agree

_Somewhat

Agree
Strongly

Lass Severe

Degree of Disability Severe

Most Severe

Finding a suitable housing option for me is possible.

Less Severe

Degree of Disability Severe

Most Severe

| have control over who | live with.

Less Severe
Degree of Disability Severe

Most Severe

86% -

83%

Adults who assessed the level of their developmental disability as mild, were significantly more satisfied
with their ability to find suitable housing and choose who they live near and with, as opposed to those

with more seyere developmental disabilities.
Note: Arrows {4

) indicate significant differences befween means or percentages, at the 95% confidence level or more.

|International 24
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Ill. Detailed Findings

A. IPII

Overall IPII Satisfaction

Independence

*

Integration

Inciusion
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Productivity

Everyone said you can’t expect him to work
because he is disabled. He didn’t want fo work
at first, but now he is proud to bring home a
paycheck.

My daughter does not like to do chores and
unfortunately the staff at her group home often
does everything for her. When she comes to my
home she helps with the things | ask.

Note: Quote{s) were obtained from parents and self-advocates during the qualitative interviews.
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Satisfaction With Productivity

Agree Strongly

Agree Somewhat

! am satisfied with my current level of Productivity:

Neither Agree
Nar Disagree

Disagree Somewhat

Disagree Strongly

16%

- 116%

The survey indicates that 22% of Minnesotans with developmental disakilities are
ciearly not satisfied with their current level of Productivity. Some feel their potential to

be productive is untapped.

27
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Satisfaction With Productivity

| am satisfied with my current level of Productivity.

L Total Agree Somewhat Agres Srongy  1otal
Degree of Disability Disaqree — A N . Agree
Less Severe 18% L B
Severe 22% ﬁ R
Most Severe 24% W:

Satisfaction with productivity is related to degree of disability. Those with a severe disability are
more likely than those with a less severe disability tc say they are not satisfied with their level of
productivity. These levels of dissatisfaction represent an opportunity for increasing productivity
amoeng the people who have developmental disabilities.
Employment { Volunteer (Ifzt:?l}
| have a job | get paid for. 38% 21@a

| volunteer my time. 20% 16% [
| do not work or volunteer.  42% 25%[m
L A
I

Ooporfunity! Right now | work part-fitne at a toy store. | hope to work
PPOrtunity! ot day care one day because ! realy fove chifdren.

Those working are very proud to be bringing home a paycheck even though some may not
understand the concept of money. Many think the work that they do is important and they enjoy

making friends in their community.

#1159
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Key Aspects of Productivity

When comparing the level of overall satisfaction with detail questions on the survey, the
key aspects in determining people’s Productivity were as follows:

Skills 7 have been improving my skills at home.
Responsihility 1 have an appropriate amount of responsibility at home.

Recognition | receive recognition for the things that ! do.

Reward /am rewarded for the things ! do.
Chalienged | am appropriately challenged by my responsibifities.

Skills | have been improving my skills.

Among those who are working, either for a paycheck or volunteer hours, their satisfaction with
productivity is driven by feelings of being rewarded, challenged and improving their skills. When
fooking at al! of the respondents, including those who do not work, being responsible for things at

home, getting recognition for helping out, and improving skills are the aspects most closely tied to
overall productivity satisfaction.
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Attributes of Productivity: At Home

Agree
Somewhat

| receive recognition for the things that i do. =] 92%

t have been improving my skills at home. |

| can motivate myself to do things that are important to me. I

i am helpful i0 others at home.

t have imporiant things to do at home. |

| have an appropriate amount of responsibility at home.

| am increasing my responsibilities at home.

I am challenged by my responsibifities at home.

Parents/guardians, of the people who have developmental disabilities, have
some opportunity to improve feelings of productivity, without looking beyond
their own doorstep. Productivity satisfaction can be enhanced by giving
pecple with developmental disabilities an appropriate amount of challenging
responsibilities around the home.

30 #1158




Productivity: People who Work or Volunteer

Minors
{under 19 years cld)

How many hours do you work/volunteer each week?

| have a job | get

& paid for. (10%)

| volunteer my tme.
(13%}

5 hours 6-10 223
or less hours OLITE G
Overall
Oy [+
(= 113) 27% 21%
Adults 21% 20% |oiaiiiy
{n=93} Al e
Minors 8%
(n=18)

| do not work or

volunteer.

| volunteer my time.

{29%}) \

Aduits
(age 19 or older)

{ work/volunteer:

Weekly Too Many Just Right#  Not Enough
Mean Hours Hours of Hours Hours
16 4% 79% 18%
18 3% 80% 17%
6 - 78% 22%

Most adults have a job they get paid for and/or volunteer their time (84%). On average, they work/
volunteer 18 hours a week, and 8 out of 10 say they work just the right number of hours. There may
be an opportunity for greater productivity, as 17% of these adults would prefer to work/volunteer more

hours than they do now.

#1159
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paid for. (72%)




Attitudes of Productivity: At Work or Volunteering

Attitudes of the people with developmental disabilities who work or volunteer. (n=130)

Agree Agree
Somewhat Stronglg,r

Aftitudes: Where { work or volunieer...

| feel gocd about what | do.

| am rewarded for the things | do.

| have been improving my skills.

| am appropsiately challenged by my responsibilities.

1 am increasing my responsibilifies.

People with developmental disabilities who work or volunteer tend to feel good about
what they do, and most believe they are adequately rewarded. There appears to be
some more opportunity for improving skills, and increasing responsibilities and

challenge.

3z #1159




lll. Detailed Findings

A. IPII

Overall IPII Satisfaction

Independence

Productivity

Inclusion
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Integration

As a parent | wish my son had friends who don't have developmental disabilities,
but { don’t bfame society when I realized that | (a person without disabiiities) don’t
have any friends whc have disabilities either.

Qur daughter lives in a group home in a nice residential neighborhood,
but she is still separated instead of integrated.

The more severely disabled you are, the less opportunity
you have to be integrated.

Even among the population of people with developmental disabilities there is
segregation. People labeled as severely disabled, like my son, are segregated, buf |
know my son prefers to be around non-disabled people.

The people | work with at McDonald’s are nice but they aren’t my friends.
My best friend is also developmentally disabled.

Mote: Quote(s) were obtained from parents and seif-advocates during the qualitative interviews.
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Satisfaction With Integration

I am satisfied with my current level of Integration:

Agree Strongly

Agree Somewhat

Neither Agree

o,
Nor Disagree 10%

Disagree Somewhat

Disagree Strongly

About one-fourth of respondents are not satisfied with their current level of integration.
Integration is the first step for many people toward inclusion. As they participate in

programs and activities - Integration - they are able to develop relationships and a
sense of belonging - Inclusion.
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Satisfaction With Integration

Peopie who work or
volunteer will sometimes
have positicns that allow
them to interact with the
general public; for
example, working/
volunteering in a
restaurant, deparfment
store or daycare facility.
These experiences add to
their feeling of integration.

A person’s level of
integration is closely tied to
the severity of their
disability. People who
assessed their disabilities
as severe are sometimes
separated from people
without disabilities as well
as those with less severe
disabilities.

{ am satisfied with my current level of Infegration.

Agree Agree
Somewhat Strongly Total
A A
- Agree

£

66%

Total
Work Disagree
Job 24% .
Volunteer 19% @

| 76%

Neither 35% - '

Degree of Disabiliby

Less Severe

13%@.'

Severe 27/% E ,

Most Severe 30% '

36
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Key Aspects of Integration

When comparing the level of overall salisfaction with detail questions on the survey, the
key aspects in determining a person’s feeling of Infegration were as foflows:

Equality My rights to equality are acknowledged by my community.

Resources Resources that | need are available in my community.

Friand ! have opportunities to do things with people my age.
~FI2nGs oy
f have friends who do nof have developmental disabilities.

Confidence & [ feel comfortable outside of my immediate community.

Suppc rt  The personal support | require is available in my community.

Being treated as an equal {(a person without a developmental disability) and having the

resources and support available to create and nurture relationships drive overall
satisfaction with integration.
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Attributes of Integration

Agree Agree
_Somewhat Strongly

| interact with people who do not have developmental disabilities. 92%

People with developmental disabilities are |~
visible out in the community.

| have friends who do not have developmental disabilities.

| feel comfortable going outside of my immediate community. CS T

The personal support | require is available in my community.

Resources that! need are available in my community.

Community activities that inferest me are available.

My community acknowledges that | have different [~
needs because of my developmental disability. '

| have opportunities to do things with people my age.

My rights to equality are acknowledged by my community. |

People with developmental disabilities interact with people who do not have developmental
disabilities, 92%. However, nearly 40% felt their rights to equality were not acknowledged
by their community, an important aspect that drives overall satisfaction with Integration.
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Aftributes of Integration - Level of Agreement

The numbers below reflect the percent of respondents who either somewhat or strongly

agree with the key aspects of Integration.

Egualify

My rights to equality are acknowledged

by my community.

Resources
Resources that | need are available in
in my community.

Friends
| have opportunities to do things with
people my age.

| have friends who do nof have
developmenta! disabhilities.

Confidence & Support
| feel comfortable going outside of

my iImmediate community.

The personal support | require ts
available in my community.

People who are working or volunteering feel more integrated with their community than those who

87

78

7

74

82

81

Job

82

74

84

86

75

Volu

teer

504

75

681

59 -

78

867

82

72

64

76

77

74

of D

65

51

71

70

61

56 =

74

71t

61

64

79

69

79

81

78

are not, especially those with a less severe developmental disability. An equal number of people
who assessed their disabilities as mild or moderate are working or volunteering. As people get
older, they appear to feel more integrated.

Note: Arrows ( $¢r ) indicate significant differences between means or percentages, at the 95% confidence level or more,
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A. IP1I

Overall IPII Satisfaction

Independence

Productivity

Integration
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Inclusion

Our family stopped going to church as a family because
people looked at us thinking we didn’t know how to
discipline our daughter. They didn’t understand she
has autism and we couldn’t “control” her.

No one is shouting the word “retard” anymore.

ft's his world too, but sometimes in public, people look at
my son in such a way that | don’t think they realize this.
My son doesn’t know people are looking down on him,
but | do.

Note: Quoteis) were obtained from parents and self-advocates during the qualitative interviews.




Satisfaction With Inclusion

[ am satisfied with my current level of Inclusiorn:

Agree Strongly

Agree Somewhat

Neither Agree
Nor Disagree

13%

Disagree Somewhat

Disagree Strongly

23%

Inclusion was rated the lowest of all four {Pll dimensions with one-third of all

respondents being dissatisfied.

42
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Satisfaction With Inclusion

Youth in school are
often limited in their
opportunities to
interact with other
children, which makes
them feel! less
included.

People are sometimes

intimidated by his wheelchair

or fust stare at him since he
fooks different.

Graduates may be
mcre likely to see
areas that can be
improved related to
inclusion than non-
graduates

I am safisfied with my current level of Inclusion.

Agree Agree
Somewhat Strongly
Total Total
g AL A
g Disagree _ _ Agree
Minors 37%jg& - - - -7 | 3 47%
Adults 28% g

Degrae of Disability

Less Severe

20% E

Severe

31% :

Most Severe 39%

Partners in Policymaking ™

Graduate 39% -

Non-Graduate
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Key Aspects of inclusion

When comparing the level of overall satisfaction with defail questions on the survey, the
key aspects in determining a person’s feeling of inclusion were as follows:

I have opportunities to develop meaningful relationships

Re!a’uonshaps with people who do not have developmental disabilifies.

Eq ual People without a disability treat me as an equal.

Respect People treat me with respect.

Developing meaningful relationships and being treated as an equal and with respect
are areas that drive a person’s sense of belonging or inclusion.

When ! wanted to sign my son up for an after schoof program they said they didn’t
know if they could handie him. They were intimidated. ! trained them on what they
needed fo know and they were willing to fry. This isn'f always the case.
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Attributes of Inclusion - Level of Agreement

The numbers below reflect the percent of respondents who either somewhat or strongly
agree with the key aspects of Inclusion.

Respect
| have opportunities to develop

meaningful relationships with people

who have developmental disabilities. 61y | 74 84¢ 65 62 59 72
Equality

Peop'e without a disability freat me as

an equal. 47 53 72 51 40 41 & 56

Relationships
People treat me with respect. 67 75 76 78 63 66 74

Those who rated the level of their disability as mild are significantly more likely to feel they
can develop meaningful relationships than those who are more severely disabled. This
may be an area that could improve with assistive technology:

My son can'’t talk and we haven’t been able to program his
Dynamiite box, which he could potentially use to
communicate with me and his peers.

Note: Arrows { ‘*1;} indicate significant differences betweean means ar percentages, at the 95% confidence level or more.
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Attributes of Inclusion

Agres
S_omewhat_

I am included in activities with family and friends.

People treat me with respect.

| have opportunities to develop meaningful relationships
with people who have developmental disabilities.

Organizations for people with develcpmental
disabilities make an effort to include me.

I have opportunities o develop meaningful relationships
with people who do not have developmental disabilites.

I am included in conversations.

Pecple see beyond my disahility and try {o get to know me.

People without a disability treat me as an equal.

Other community organizations make an effort to include me.

| can stand up for myself if | am treated unfairly.

Adulis: | have the cpportunity to develop intimate
(including sexual) relationships.
People feel included in activities with family and friends (95%) but not within society as a whole in
terms of being freated as an equal (51% agreement). Some parents felt their children with
developmental disabilities are more vulnerable than other children their age and for this reason they
are sometimes more protective:

! worry about my daughter’s safety when Ym nct with her. | think
she is too frusting.

MarketResponsa {11271 "8 a8 #1159




lIl. DETAILED FINDINGS

A. IPII

C. Ratings of Government
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Education

There are fimes when my daughter has worked on a schoof project as hard as she could, probably
ten times harder than every other student, but receives no recognition. Teachers mark her down for

not being neat, buf she is doing her best.

The school doesn’t treaf me like an important customer. There are no conseguences for
their negative actions. | feel like | need to continuously police their performance. It is hard

to get straight information on what my son is doing in school, what he is learmning.

Qur son can’t do math. He does not physically have the part of the brain that controfs this
abifity. His teacher accused him of not trying over and over. | fold her to go out fo the parking
lot and pick up my car. | asked her how she would feel If | told her to do this every day, and

when she faiied, | told her she wasn't trying.
Schools don’t want to find these kids because they cost money. Itis not in their
best financial inferest to raise a concemn to the school or the parents even if it is

in the best ink t of the child. ) .
i1 e best lmerest of the cht it is important that teachers come up with creative ways
to mativate all children, even those with disabilities.

it is important that our daughter’s IEP is challenging her. We meel yearly to make a
plan with her teachers for the year and our daughter participates in this process.

If { fited a complaint with the school every time it was warranted, I'd be
filing afl the time. However, | gain nothing by fling a complaint.

Note: Quote{s) were obtained from parents and self-advocales during the qualitative interviews.
#1159
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Education Ratings

What type of education program is the person with the developmental disability

currently enroiled?
Public School 59% )
i Ly
Private School 1% Approximately 200 respondents
Vocational School | 1% were asked to evaluate the

>_ education that the person with
9% developmental disabilities is
receiving or has received.
Those answers are shown next.

Out of schoo! within 5 years
Out of school for over 5 years  23%

Other answer 7%

J

Our daughter who has a developmental disabifity goes to a
public school because they have special programs for her. Our
other two daughters go fo a private school.

49 #1154




Education Ratings

What type of education setting or

services were received during i
school? How do you feel about the amount |
of time the person with
Mostly special developmental disabilities spends
education classes. . ........ 42% ¥ in reqular classes?
A mix of specia!l education Too much 39
and regularclasses. ... ..... 40%
_ Just right 62%
Pull-out services and
regularclasses. . .. ... ...... 14% Too little 58%
An aide in the classroom. . . . .. 34%

Just over one of four parents/advocates, of people who have developmental
disabilities, believe more time should be spent in regular classes.

When they tried full inclusion in Chicago
classrooms, grades went up.
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Education Ratings

Strongly Somewhat

Somewhat

Disagree Disagree

Agree

Strongly

We are satisfied with the
¥ 72% education hefshe is

Our school addresses our
concerns promptly and
professionally.

HisfHer individual education

program {|EP) is appropriate and 22%'_'-';- 1

effectively followed by the school.

receiving.

T0%

Our school is accountable for
providing an education to all 20% g2y

children, regardless of their
needs.

70%

Teachers make an effort to
understand how he/she

T

15% |

learns.

12%H- N

Our school makes an effort
to identify children with

A%,

developmental disabilites.

Approximately one-fourth of the parenis/advocates are not satisfied with the
education provided to people who have developmental disabilities. It appears the
most room for improvement is in the way in which scheols address the concerns of

these people.
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IIl. DETAILED FINDINGS

A. IPII
B. Ratings of Education System
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Government

The government is like a dysfunctional family. They don’t communicate, they don’t
know what the others are doing. It’s like government itself is developmentally
disabled. The federal government is like a wealthy father who’s never around. He
could help a lot more, but he’s just not there.

When the federal government is looking to cut costs af their level, my son is an easy
target; he is expensive.

By the time any money gels to my son, there isn’t much since it has gone
through many fayers of government.

People with developmental disabilities haven't had any power in government. It is hard
to have any impact unless you unite, but families with children with developmentai
disabilities get bogged down with just surviving.

Her future is so dependent on me and my abilities. I've spent so much time
learning about the system and ways {o advocate for her. A lot of kids don’t have

an advocate like my daughter does.

We are not receiving encugh financial support, as we are operating at a loss and
have depleted most of our savings.
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Overall Ratings of Government

Govemment is charged with insuring that people with developmental disabilities
receive the necessary services and support to achieve increased independence,
productivity, integration and inclusion in society. Please rate how government is
doing in fulfilling this objective.

County Government

&

State Government

Federal Government

All levels of government received low ratings on delivering the necessary services
for increased IPIl. Federal government was rated lowest cverall (4.9 mean
rating).
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Government Ratings

Feelings about government’s performance are related to a person’s age and
developmental disability.

Mean Ratings:

Age of People with _.____Degree of Disability
Disabilities 8

County

Government 53, | 57 6.0 | 54 5.3 52 v 6.2
State ;

Government 5.3 57 59T 5.5 5.3 52 6.1
Federal

Government 460 5.2 5.7 % 4.8 4.7 45 57

5.8

Government receives fowest ratings from households with young people with
more severe disabilities living at home. This finding is not surprising, as we
observed in the qualitative interviews the desperation of some parents, as they
struggle to obtain the government services they need for their children with
developmental disabilities grow older.

Note: Arrows { T+ ) indicate significant differences between means or percentages, at the 95% confidence level or more.
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Government Ratings

Partners In Policymaking™ Graduates rate County and Federal Government
substantially iower than Non-Graduates.

Partners In Policymaking™

Graduates Non-Graduates

County Government 49 4 5.9

State Government 54 5.5

Federal Government 4.7 9.1

The correlation with low county and federal government ratings may be a function
of the Partners In Policymaking™ Graduates’ higher expectations, based on what
they learn about the roles of county and federal government in providing services
to people with developmental disabilities.

Note: Arrows { T‘; ] indicate significant differences between means of percentages, at the 95% confidence level or more,
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Government Ratings

Information about governmenit _
financial support for people with my > 5% '
developmental disability is available © - *

in a format | can understand; the
process is not intimidating or
cverwhelming.

in general, the government dees
geod jobk in providing me with all the
infermation 1 need regarding the
services and suppori { may be

eligible for.

Government agencies that

provide services to people with
developmental disabilities work _ |
together efficiently, there is e

good communication between : : —
agencies. —P 53% o

Somewhat
Agree

Strongly  Somewhat
Disagree  Disagree

Strongly
Agree _

Govemment understands D8, 1'2-: R ]
the needs of people with ‘%
developmental disabilities.

S 14% EEEEN

o B

o/ < Government helps make assistive producis

and technology availabie tc me.
People in government who | have worked

¢ with are proactive in responding to my

needs and take appropriate action when
necessary.

¢ | know whom to contact if | have
issues to raise conceming any
government services, either
those | use or ones I'm interesled
in getting.

The questions related to government asked in this research were high level. Given the low ratings, it
appears that many areas would warrant further research. People become confused and frustrated
trying to figure out how to best utilize government services and resources. Some have found
success by forming support groups and sharing information with each other in regards to how the

system works.

57

#1159



